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Abstract

Historically, Ontario’s developmental services (DS) has evolved largely guided by the knowledge and
direction of non-disabled service providers and government. However, the UN Convention on the Rights
of Persons with Disabilities promotes the participation of people labeled with disabilities in decisionmaking processes about the programs and policies that impact their lives. Existing theories and
literature reveal the importance of collaborative partnerships where power is shared with service users
through participatory decision-making, shared leadership, and opportunities to participate with
influence. Four self-advocates labeled with developmental disabilities collaborated as co-researchers in
this participatory action research study to explore what model of collaborative partnerships best met
the inclusion goals of service users labeled with developmental disabilities in these settings. Nine adult
service users labeled with developmental disabilities and twelve leaders/managers of eight Ontario DS
organizations participated in virtual semi-structured interviews. Thirteen service users participated in
two focus groups. Findings suggest a model of collaborative partnerships that may meet service users’
goals for inclusion is a strategy of participation that positions service users as experts and partners with
the power to effect change and integrates their expertise at each level of the organization and each
stage of the service delivery cycle. This model is composed of key elements, which fall within three
supportive layers: a supportive organizational culture, inclusive and influential methods of participation,
and supported and committed members. What becomes clear through these key elements is the need
for a human rights and democratic approach to participation whereby service users are positioned as
expert citizens and right bearers welcomed into the design and provision of services that affect their
lives. Such a shift is best facilitated through systems change and a shift in power at multiple levels.
Keywords: Ontario developmental services, service user participation, collaborative partnerships,
participatory action research, inclusive research, co-design, human rights model of disability,
developmental disabilities, disabilities, service user involvement
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When a Seat at the Table is not Enough: A Participatory Action Research Study on Collaborative
Partnerships in Ontario Developmental Services Organizations
“The traditional relationship between professionals and service users has established the
message that disabled people are ‘the problem’, that service providers have ‘the answer’, that
disabled people cannot come up with ‘the answers’ to our own concerns and also that the
resolution of our problems does not lie in the political, social and economic environment. [...W]e
refute all of these traditional assumptions, which invalidate the role disabled people can play in
determining our experience of services.”
—Colin Cameron, 2019, p. 1316
In front of 270 leaders, a young woman graces the stage. In her hand is a carefully considered
speech. It is her chance to be heard. All eyes are on her—managers, their supervisors, and their
supervisor’s supervisors—they’re all there. How often is it that people labeled with developmental
disabilities have a chance to be heard—to take the stage and to be the only voice the room is listening
to? How often do they have a chance to speak to the leaders of the developmental services organization
they receive services from and demand change? While perhaps rare, this was one of those times. Here is
what this self-advocate had to say: “We want to have more choice and control over our lives and our
support…we also need a seat at the table. Let us advocate with you. Let us be more involved. We’re in
this together” (Halar, 2019, p. 1).
Her words are not unlike the words of disability justice advocate, Mia Mingus (2018) who
beautifully wrote,
I want us to not only be able to be part of spaces, but for us to be able to fully engage in spaces.
I don’t just want us to get a seat at someone else’s table, I want us to be able to build something
more magnificent than a table, together with our accomplices. I want us to be able to be
understood and to be able to take part in principled struggle together—to be able to be
human together. Not just placated or politely listened to. (para. 4)
This research study was inspired by the self-advocate’s desire to build something more magnificent than
a table. Along with a group of other self-advocates labeled with developmental disabilities, I supported
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this self-advocate in a participatory action research (PAR) project to design a model of service user
participation in a community-based developmental services organization that gives service users greater
voice over services. This thesis captures what we learned.
At the beginning of this thesis is a quote from disability advocate and scholar, Colin Cameron, in
which he refutes the assumption that disabled people cannot come up with the answers to service
delivery questions. The power to have “the answers” is the power of knowledge—a power often socially
constructed by societal norms, systems, and power dynamics that determine whose knowledge is valid,
legitimate, and worthy of consideration (Freire, 1970). Developmental services (DS) in Ontario has
evolved over time largely guided by the knowledge and direction of non-disabled professionals, service
providers, and government (Lord & Hutchison, 2017). While at the same time, people labeled with
developmental disabilities have traditionally not had a role in organizational decision-making within
developmental services—precluding people, their lived experiences, and their knowledge from
influencing services at an organizational level (Lord & Hutchison, 2017; Joffe, 2010). While the principles
of self-determination, empowerment, and citizenship are often purported within DS, it has been most
often emphasized and enacted at an individual service level (Ottmann, Laragy, & Damonze, 2009). The
move from institutions to services in the community was driven by a desire to foster these principles in
the day-to-day services people received (Ontario Ministry of Children, Community, and Social Services,
2018); however, it left systemic power dynamics in place by falling short of fostering these principles at
the organizational level—where people labeled with disabilities have a say in the services being offered
and how to improve them (Ottmann et al., 2009; Dunn, 2012). Without a significant change in power
dynamics between ‘professionals’ and the person labeled with disabilities, and an emphasis of these
principles at ecological levels beyond the person’s individual services, the change remained what Kloos,
Nelson, and Ornelas (2014) would define as ameliorative change; transformation did not take place. For
true transformation to occur in developmental services (DS), power must be shifted toward people
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labeled with disabilities such that service users have greater voice, choice, and control over the design,
implementation, and evaluation of services. That through working together with service users and
organizational leaders alike, the current table of decision making is dismantled and something more
beautiful is built in its place (Kloos et al., 2014; Lord & Hutchison, 2017).
This research study sought to learn how this could unfold—what might approaches to
participation look like if they were designed on the terms of service users labeled with developmental
disabilities and met their goals for inclusion? The following thesis shares first the socio-political factors
that have historically influenced service user participation in DS in Ontario along with those that still do
so today (Section 2). Following this, I review theories of empowerment and citizen participation that
demonstrate the importance of service user participation at the level of collaborative partnerships
(Section 3). Existing literature is explored to understand what could be key elements of collaborative
partnerships and what is known about such partnerships in Ontario DS organizations (Section 4). This
review demonstrates there is a gap in literature on how service users labeled with developmental
disabilities could best participate in Ontario DS organizations, and what model of participation would
meet their goals for inclusion. The following sections describe our research questions, methods, and
results (Sections 5-8). What is made clear in our results and discussion (Sections 8 & 9), is that to meet
service users’ goals for inclusion, collaborative partnerships require a supportive organizational culture,
inclusive and influential methods of participation, and supported and committed members. The key
elements that make up each of these three layers points to the need for a shift in Ontario DS
organizations towards more democratic and egalitarian approaches to community-based service design
and evaluation—approaches that are grounded in a human rights approach to service delivery and
democratic approaches to service user participation.
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Background

People labeled with developmental disabilities have been long impacted by layers of sociopolitical context that have influenced the level of say and power they have had over their services—from
definitions and models of disability to the history and journey of their liberation from institutions, from
governmental policies to visions of a better future. The following section helps to outline and unpack
each of these layers. What becomes evident in this unpacking is that within community-based
developmental services (DS) organizations there is now a need to pursue democratic approaches to
service user participation based on a set of values that honour service users’ right to participate as
upheld in the UN Convention on the Rights of Persons with Disabilities (UNCRPD). However, while
Canada has ratified the UNCRPD (agreeing to uphold the participation of people labeled with disabilities
in non-governmental organizations), there is very little research on the participation of service users in
community-based developmental services organizations, nor how they would want to participate and
have a say (Powers et al., 2002, Barnes et al., 2003; Beckwith et al., 2016a; Friedman et al., 2016b;
Chenoweth & Clements, 2011). Today, over 75,000 people in Ontario receive services in these settings,
each of whom are impacted by unknown levels of participation and empowerment (The Provincial
Network, 2019). This background section and the following literature review discuss what is known
about service user participation in these particular settings. To address the gaps found in the literature,
this study undertook a participatory action research project with service users of Ontario DS
organizations to develop a model of service user participation that would meet their goals for inclusion.
Through this research, a model and practical toolkit were developed to support community-based DS
organizations in implementing this approach.
Definitions
For the purposes of this study, developmental services (DS) organizations refers to non-profit
organizations that provide residential, community participation, respite, employment, and/or
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educational services to people labeled with developmental disabilities in Ontario, Canada and receive
funds as transfer payment agencies from the Ministry of Children, Community, and Social Services to do
so (Services and Supports to Promote the Social Inclusion of Persons with Developmental Disabilities
Act, 2008). These organizations operate within the DS sector and may be referred to either as
‘community based developmental services organizations’ or ‘developmental services (DS) organizations’
throughout this paper. The definition of disability is a little more elusive to pin down (Buettgen, 2018).
The UN Convention on the Rights of Persons with Disabilities defines people with disabilities as those
“who have long-term physical, mental, intellectual or sensory impairments which in interaction with
various barriers may hinder their full and effective participation in society on an equal basis with others”
(UN General Assembly, 2006). In Ontario, the government defines people more specifically with
developmental disabilities as people who have,
significant limitations in cognitive functioning and adaptive functioning and those limitations, (a)
originated before the person reached 18 years of age; (b) are likely to be life-long in nature; and
(c) affect areas of major life activity, such as personal care, language skills, learning abilities, the
capacity to live independently as an adult or any other prescribed activity (Services and Supports
to Promote the Social Inclusion of Persons with Developmental Disabilities Act, 2008).
However, disability scholar, A.J. Withers (2012) challenges labels of disability, arguing, “we are disabled
if those in power say we are” (p. 113), suggesting that definitions of disability are shaped and morphed
by the political and cultural context that at different points of time and for different purposes and
motivations, view disability and giftedness differently. Both the advocate researchers within this study,
as well as a few of the service users labeled with developmental disabilities we interviewed expressed a
displeasure at being labeled as disabled. They argued that every person experiences “disability” in some
way and the label has negatively affected their treatment within society. As such, we have chosen to use
the term ‘people labeled with developmental disabilities’ to honour their wishes and align more closely
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with a human rights model of disability, which also refutes notions of disability as abnormal (Rioux &
Samson, 2006) 1. The UNCRPD’s guiding principle, “respect for difference and acceptance of persons with
disabilities as part of human diversity and humanity” provides a good demonstration of this belief (UN
General Assembly, 2006).
Models of Disability and Their Influence Over Service User Involvement
Models of disability play a significant role in shaping political and national definitions and
responses to disability (Withers, 2012; Dunn, 2012; Rioux & Samson, 2006; Buettgen & Gorman, 2019).
Over time, these models have expressly shaped service user participation for people labeled with
disabilities in Ontario. Institutions that emerged in the 1700s and 1800s were predicated on charity and
medical models of disability, along with beliefs about incapacity and incapability, giving people labeled
with disabilities little choice and control over their lives and services (Boyce, 2001; Neufeldt, 2003; Rioux
& Valentine, 2006; Rioux & Samson, 2006; Dunn, 2012). Viewing disability as a “problem” inherent
within the person’s deviation from the biological “norm”, these services were premised on pity, charity
and protection, which translated into treatment and confinement in separate settings away from the
rest of the population where people labeled with disabilities had little say and control over their lives
and services (Boyce, 2001; Buettgen & Gorman, 2019; Neufeldt, 2003; Rioux & Valentine, 2006; Joffe,
2010; Dunn, 2012). Following WW1 and WW2, injured veterans rejected the idea of services that kept
them confined or treated in hospitals with little services to support them in living successfully in
communities (Neufeldt, 2003; Boyce, 2001). They established their own organizations—the first
Canadian service user run disability organizations including The National Institute for the Blind and War

The advocate researchers’ choice to use the term ‘people labeled with developmental disabilities’ was in
part informed by the use of this term by People First of Canada. People First of Canada uses the term, ‘people who
have been labeled with an intellectual or developmental disability’ throughout their website (People First of
Canada, 2021).
1
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Amputations Association (War Amps) following WW1, and the Canadian Paraplegic Association
following WW2, where they sat on the Board of Directors and held leadership positions (Neufeldt, 2003;
Boyce, 2001). Despite this move to service user control, many people labeled with developmental
disabilities remained housed in institutions in Ontario, where they continued to have little say over their
experience of services until the last institution closed in 2009 (Dunn & Langdon, 2016).
In the 1950s and 1960s, many parents of children labeled with developmental disabilities began
to advocate for change as they no longer wanted their children confined in institutions and they wanted
their children fully included in community schools (Dunn, 2012; Neufeldt, 2003; Boyce, 2001). It was
during this period that the medical model began to be questioned and recognized as an oppressive and
dehumanizing way in which to view disability (Rioux & Samson, 2006; Neufeldt, 2003). The impact of
social and environmental contexts began to be examined and interventions began to be “directed at
political, social, economic, and physical environments and systems [that bred disabling environments]
rather than through cures and therapies for individuals” (Rioux & Samson, 2006, p. 114). Parents lobbied
and advocated for change and as their children aged, some parents developed community-based DS
organizations to support their children to live in community where through citizen participation and
collaboration family members participated in the design and management of these organizations (Dunn,
2012; Boyce, 2001; Neufeldt, 2003; McWhorter & Cartan, 2021). Despite this transition from institutions
into the community, service users with developmental disabilities themselves gained little control and
influence over community-based services at an organizational level (Dunn & Langdon, 2016; Whitehead
& Hughey, 2004).
By the 1970s, civil rights movements were in full swing and disability advocates were calling for
further changes (Dunn & Langdon, 2016; Dunn, 2012). The concept of a rights-based approach to
disability was emerging based on the belief that disability results from the inequitable ways in which
society is organized, which prevents some groups of people from fully participating as equals (Rioux &
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Samson, 2006). The approach called for a reduction of social inequalities and the promotion of full
citizenship for people labeled with disabilities (Rioux & Samson, 2006; Rioux & Valentine, 2006). During
the 1970s, several advocacy groups and organizations for people labeled with disabilities formed in
Canada, including People First and the Council of Canadians with Disabilities (Dunn, 2012). Many of
these disability advocates were dissatisfied with community-based DS organizations that still left people
labeled with disabilities with little control over the services being offered, instead, maintaining many of
the custodial practices of institutions, and segregating people in new settings in group homes and
sheltered workshops in the community (Dunn, 2012; Whitehead & Hughey, 2004; Lord, 2010). Believing
that people knew what was best for their lives, Independent Living Centre's emerged as an alternative to
these services, which were instead led by people labeled with disabilities and gave service users more
choice and control over services (Boyce, 2001; Lord & Hutchison, 2003; Lord, 2010; Barnes, Mercer, &
Din, 2003; Hardina, 2003; Dunn, 2012). These services focused on consumer control versus professional
control and self-help versus professional intervention (Lord and Hutchison, 2003; Lord, 2010; Dunn,
2012). These services were run by and overseen by people labeled with disabilities with the majority of
board members experiencing disabilities themselves (Lord, 2010; Hardina, 2003; Dunn, 2012). This
movement over thirty years ago today is a reminder that the desire of people labeled with disabilities to
have more control and influence over services is not a new conversation. While this move to service
user control was certainly empowering, the independent living movement was originally led by and
focused on people labeled with physical disabilities (Dunn, 2012). Some scholars acknowledge that some
Independent Living Centres today still struggle with providing services that meet the needs of people
labeled with complex disabilities (Lord, 2010). As a result, people labeled with developmental disabilities
in Ontario largely receive services from community-based DS organizations where due to a lack of
published literature, it is unclear how consumer control and service user participation has played out
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and what sort of impact it may have had (Powers et al., 2002; Barnes et al., 2003; Beckwith et al., 2016;
Friedman et al., 2016b).
Unfortunately, still today, it is not uncommon for community-based DS organizations to be
broadly criticized for replicating institutional power dynamics (Dunn & Langdon, 2016; Lord & Hutchison,
2017; Whitehead & Hughey, 2004; Dunn, 2012; Spagnuolo, 2016). Some critics suggest decisions about
what services to offer and how to provide them are made by non-disabled service providers and input
from service users stops at consultation or placation (Whitehead & Hughey, 2004; Spagnuolo, 2016;
Joffe, 2010). A common sentiment is that the move from institutions failed to result in transformational
change, instead making only ameliorative changes to the settings people were supported in and
retaining much of the control and paternalistic approaches to services commonplace in institutions
(Dunn & Langdon, 2016; Whitehead & Hughey, 2004). In 2008, the Supports and Services to Promote
the Social Inclusion of Persons with Disabilities Act (SSPSIPDA) was enacted in Ontario to replace the
Developmental Services Act, which was governing the DS sector since 1974 (Services and Supports to
Promote the Social Inclusion of Persons with Developmental Disabilities Act, 2008; Ministry of Children,
Community and Social Services, 2018). According to Joffe (2010), this change was in response to
disability advocacy organizations such as People First who were calling for services that promoted
citizenship and human rights for people labeled with developmental disabilities. However, the Act failed
to accomplish what advocates hoped it would (Joffe, 2010). Joffe (2010) argued that the new Act was
still premised on medical and social models of disability, which emphasized treatment and
accommodations to participate in community, versus a human rights approach, which emphasized
service users as active participants in services based on their rights as citizens. Joffe criticized the
SSPSIPDA as an Act that positions people labeled with developmental disabilities as passive recipients of
services with few roles, responsibilities, or decision-making opportunities in the services offered by the
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DS sector. Instead, the Act is an agreement between service providers and the government, where
service providers hold significant roles and responsibilities in the delivery of services (Joffe, 2010).
Imagining a Better Future—A Rights Based Approach to Services
Joffe suggests that “In contrast, [a human rights based] approach orients people with disabilities
as bearers of rights who necessarily are active participants in the system of services and supports
delivered by government and service providers” (Joffe, 2010, p. 41). According to Joffe (2010), DS in
Ontario requires further transformation that gives power and control over services in the sector to
people who use those services—shifting people labeled with disabilities from passive and dependent
service recipients to active participants and collaborators. Joffe further contends that the current Act
fails to meet the call for participation for people labeled with disabilities outlined in the United Nations
Convention on the Rights of Persons with Disabilities (UNCRPD), which Canada ratified and agreed to
uphold in 2010. According to Buettgen and Gorman (2019), “Ratification of the Convention implies that
states accept their legal obligation under the UNCRPD and enact the necessary legislation” (p. 3). The
General Principles outlined in Article 3 of the UNCRPD states that people labeled with disabilities be free
of discriminatory barriers that prevent them from fully participating in society (UN General Assembly,
2006). Additionally, Article 29 states that countries must ensure “persons with disabilities can effectively
and fully participate in the conduct of public affairs, without discrimination and on an equal basis with
others[...] including [...] participation in non-governmental organizations and associations concerned
with the public and political life of the country” (UN General Assembly, 2006). Most explicit in this
regard though, is the convention’s fundamental assumption, as described in its preamble that "persons
with disabilities should have the opportunity to be actively involved in decision-making processes about
policies and programmes, including those directly concerning them" (UN General Assembly, 2006). Joffe
applies service users’ right to full participation in designing and improving DS, arguing,
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the principle of participation requires that people with disabilities are integrated into society,
participating actively in the formulation and implementation of policies, services and supports
that directly affect them. Participation requires that people with intellectual disabilities be
consulted with and involved in the development and implementation of enforcement
mechanisms in the developmental services sector (Joffe, 2010, p. 117).
This belief in a right to participate is shared by advocates themselves. Many disability advocacy
groups promote the principles of collaboration and participation describing people labeled with
disabilities participating in service design and policy development in their missions, principles, and
approaches to disability justice. For instance, the long-standing disability advocacy group, the Council of
Canadians with Disabilities includes in their guiding principles, the principle of consumer control, in
which they state, “People with disabilities must be involved in all stages of the development of disability
services and policies and in all decision-making that affects their lives” (Council of Canadians with
Disabilities, 2013). Together with Joffe’s arguments, these common principles and values reinforce
disability activist, Colin Cameron’s (2019) quote at the beginning of this paper, demonstrating that
today, people labeled with disabilities feel their right to participate in services is still a priority.
While calls for change in the DS sector are not coming from advocates alone, there are concerns
around the motivation and values implicit within the calls for change coming from government. Neoliberal approaches used by the Ontario government are resulting in a lack of funding and a future of
market driven approaches (The Provincial Network, 2019; Hickey 2012; Prince, 2009; Prince, 2012;
Dunn, 2012; Rioux & Valentine, 2006), yet within these constraints the provincial government calls for
DS organizations to transform services (The Provincial Network on developmental services, 2019; Hickey
2012). According to scholars, the risk this tension brings is a consumerist approach to services posing as
providing more choice, participation, and control, but in reality, offering less services and supports to
promote full inclusion (Prince, 2009, 2012; Rioux & Valentine, 2006; Kelly, 2013), along with merely
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token and consultative forms of participation (Beresford, 2012; Tritter, 2009). These concerns are
shared by Peter Beresford (2019) who explains that in the UK, neo-liberalism has influenced approaches
to service user participation taking what was initially in the disability community a democratic and rights
motivated movement and co-opting it as a market-driven and consumerist strategy to seek feedback on
service agendas that are still controlled by government and service providers.
Scholars have examined the tensions between notions of service user participation premised on
consumeristic market consultation versus self-advocate's democratic aim to contribute to service design
and evaluation in disability and health services in England. They share that democratic approaches to
participation are founded upon the belief that citizens labeled with developmental disabilities have the
right to engage in community-based service design, planning, and evaluation (Beresford, 2002), a right
upheld in the UNCRPD. Democratic approaches to service user participation value the perspective and
knowledge of citizens with lived experience, welcome them as active participants into the collective
provision of community-based services, and uphold their right to determine and have influence over the
services that impact their lives (Beresford, 2002). Consumeristic approaches on the other hand are
premised on market ideologies of granting consumers choice over their individual services and a desire
to understand service users’ purchasing preferences (Tritter, 2009; Beresford, 2002, 2012). Tritter
(2009) and Beresford (2012) argue that neo-liberal ideologies have increasingly marketized government
funded community services, and in the process, weakened service users’ identity as citizens, replacing
that with the identity of a consumer. Organizations have become misguided in this “evolution” in service
delivery, confusing the democratic aims and benefits of service user collaboration and the 'collective'
(citizen) design and provision of community-based services with choice over individual services and
consumerism. Carr (2004) describes how this tension impacts approaches to service user participation
explaining,
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Distinctions have been identified between ‘consumerist’ and ‘democratic’ approaches and
agency-led and user-led initiatives, both having implications for power and control. Democratic
initiatives involve service users influencing and making decisions at strategic levels, while
consumerist approaches focus more narrowly on consulting people about the services they
receive. (p. 5)
Beresford (2002, 2012) and Tritter (2009) similarly report that consumerist approaches to participation
have been found to lead to consultative and less empowering forms of participation later in the service
delivery cycle resulting in tokenistic participation. In doing so, these approaches fail to provide the level
of engagement self-advocates desire, trading empowering forms of co-design and participation in
decision-making and governance with choice over individual services and consultation on service
agendas and plans already determined by service providers (Beresford, 2012; Tritter, 2009). Beresford
(2012) argues that unless service user participation is approached with an authentic desire to share
power with service users and offer true influence over policy and service design, then it will remain
token and disempowering. Lord and Hutchison (2017) share a similar caution for Ontario disability
services, explaining, “unless these kinds of changes are embedded in a new story framework with
different values, they will not lead to the changes being called for by so many people” (pp. 6-7).
While it is true that developmental services (DS) needs to change, that change must be guided
by values that result in authentic influence and participation for service users. Ontario’s mental health
and DS sectors share a similar journey from institutionalization to community-based services and now
the need for more service user control. In 2014, Nelson, Kloos and Ornelas outlined community
psychology principles that can inform a transformation of community mental health and these principles
are arguably relevant for DS too. In the new approach, service users participate in and have influence
over the services delivered by mental health providers and these services are “fundamentally changed
through consumer participation” (Nelson et al., 2014, p. 12). John Lord and Peggy Hutchison (2017) offer
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similar principles in their new vision of inclusion for people labeled with disabilities, called the New
Story. The New Story is focused on full inclusion in community and greater choice and control over
services (Lord & Hutchison, 2017). Both sets of principles call for transformational change and draw on
similar principles, mainly that of empowerment, citizen participation, and collaboration (Nelson et al.,
2014; Lord & Hutchison, 2017). In both sets of principles, collaboration represents a shared leadership
model between people who use services and organizations (Nelson et al., 2014; Lord & Hutchison,
2017). Additionally, both sets of principles describe a change that involves a shift in power between
service providers and government, and people labeled with disabilities and their allies (Kloos et al.,
2014; Nelson et al., 2014; Lord & Hutchison, 2017). These authors also share a similar vision for the
impact of this shift in power—a vision of service users participating in organizational decision-making as
both people labeled with developmental disabilities and people with mental health conditions have
historically been excluded from decision-making at an organizational level (Nelson et al., 2014; Lord &
Hutchison, 2017). However, in order to move towards the New Story or a transformed community
mental health paradigm, there need to be structures in organizations for people labeled with disabilities
to have a voice and for that voice to have influence (Nelson et al., 2014; Lord & Hutchison, 2017).
It is clear through the voice of advocates and allies that DS must take a rights-based and
democratic approach to integrating empowerment and citizen participation beyond the individual
level—where people labeled with disabilities have a say in shaping and transforming services at an
organizational level. In fact, this is necessary in order for Canada to meet its obligations under the
UNCRPD. This approach involves the knowledge, lived experience, and opinions of service users helping
to guide and shape organizational service delivery. However, literature on service users with
developmental disabilities participating specifically in community-based DS organizations is sparse
(Powers et al., 2002, Barnes et al., 2003, Beckwith et al., 2016a; Friedman et al., 2016b). As well, as was
made clear by Lord and Hutchison (2017), people labeled with developmental disabilities should be
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driving this change and should themselves have a leadership role in designing a model that gives them a
seat at the table. In collaboration with a group of self-advocates labeled with developmental disabilities,
this participatory action research project was undertaken to design a model whereby people labeled
with developmental disabilities could participate in decision-making and have influence over service
design and delivery in the DS organization they receive services from. Our model was influenced by the
collective evidence advocates, their allies, and scholars have gathered on service user participation in
organizations made evident in the following literature review and was designed based on the results of
our own study. The following sections describe the theoretical underpinnings that guided our research
and explores what was previously known about service user involvement in disability service
organizations including facilitators and barriers to authentic participatory decision-making before then
reviewing our research methods, results, subsequent model, and its implications.
Theoretical Framework
Empowerment, citizen participation, and collaboration are the critical principles shared by both
Nelson, Kloos and Ornelas (2014) and Lord and Hutchison (2017) in their vision of transformational
change in community mental health and DS. In addition to these principles, this research was grounded
in the human rights model of disability, which conceives people with disabilities as diverse rights-bearing
citizens and embraces substantive and transformative conceptions of equality that address the physical,
economic, institutional, and social barriers that undermine their rights and dignity. Under this model,
disability is defined in accordance with the UN Convention on the Rights of Persons with Disabilities as,
“long-term physical, mental, intellectual or sensory impairments which in interaction with various
barriers may hinder [an individual’s] full and effective participation in society on an equal basis with
others” (UN General Assembly, 2006, p. 4). A disability rights perspective focuses on the barriers that
people with disabilities face in society and the policy and practical solutions through which they can be
dismantled. To transform services at the organizational level, our study drew from theories of
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organizational empowerment and citizen participation within organizations. The principle of
collaboration through shared leadership was interwoven within both these theories. Situating these
theories within an organizational context pointed to the importance of collaborative partnerships where
power is shared with service users through participatory decision making, shared leadership, and
opportunities to participate with influence. These findings led us to explore how collaborative
partnerships might be manifested within Ontario DS organizations as will be discussed within this
section.
Empowering Organizations
A number of empowerment models have described factors that contribute to empowering
organizations, each one of them including opportunities for citizens to have power and influence in the
organization (Christens, 2019; Zimmerman, 2000; Peterson & Zimmerman, 2004; Maton, 2008; Hardina,
2005). Not surprisingly, many models and principles of empowerment for people labeled with
disabilities also include an emphasis on service user participation in organizations, including in decisions
about the services they receive through such means as participation in decision-making committees and
boards (Miller & Keys, 1996; Lord & Hutchison, 1993; Balcazar & Suarez Balcazar, 2017). In their models
of empowering organizations, Maton (2008), Hardina (2005), and Zimmerman (2000) collectively
emphasize participation in organizational decision-making, shared leadership, and an opportunity role
structure, characterized by having many roles at multiple levels that enable setting members to use
their skills and have true influence. For instance, Zimmerman (2000) theorizes empowering processes at
the organizational level to include opportunities to participate in decision making, shared
responsibilities, and shared leadership. Hardina (2005) offers three tangible actions that empowering
organizations can take to engage service users in organizational decision-making such that they have
true voice and influence. Hardina (2005) states “Empowerment-oriented organizations create formal
structures to support the participation of clients in organizational decision-making[;...]create
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partnerships with program beneficiaries to design and evaluate programs; [...and] develop decisionmaking practices that minimize power differentials[...]between clients and staff” (p. 31). In 2008, Maton
conducted a review of empirical studies to define an updated model of empowering community settings
including six organizational characteristics and psychological mediators. Maton’s (2008) desire was to
build a model that included “turning resources and control over decision-making to citizens in need,
trusting that they, rather than professionals, know best how to improve their life circumstances” (p. 4).
Within Maton’s model are principles similar to Zimmerman and Hardina’s including the concepts of
shared leadership and an opportunity role structure that provides setting members with influence and
roles at multiple levels within the organization.
Maton shares Lord and Hutchison’s desire to create more empowering and transformed
settings. Lord and Hutchison (2017) believed that community based developmental services had the
capacity to become more collaborative and empowering settings through more choice and control for
people labeled with disabilities in the organizations they receive services from. They state, “it is also
possible for community support organizations to move towards the New Story and away from agencydriven supports… [T]he possibility of service system and organizational transformation is one of the
hopes for the New Story” (Lord & Hutchison, 2017, p. 274). Maton (2008) expressed similar hopes within
the field of community psychology stating, “one of our primary missions as a ﬁeld is to help change
disempowering and non-empowering settings into empowering ones.…[this] focuses concurrently on
marginalized or oppressed individuals and the environments that affect their lives” (p. 5). Maton ends
his paper with a call to action for community psychologists to foster more empowering community
settings and to continue to improve those that already are. This participatory action research project
sought to answer Maton’s (2008) call by expanding a DS organization’s opportunity role structure
through creating roles and opportunities for service users to participate in the organization while also
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expanding opportunities for a shared leadership structure by granting leadership roles that have
influence to service users.
Citizen Participation Within Organizations
Theories and models of participation in organizations often emphasize collaborative
partnerships where service users have true influence through shared power and participation in
organizational decision-making (Beresford, 2012, 2019; Lord and Hutchison, 2017; Carr, 2004; Pancer,
2015; Hardina, 2003; Andersen, 2016; Lord, Ochocka, Czarny, and MacGillivary, 1998; Nelson et al.,
2014). While Arnstein's 1969 continuum of citizen participation is a well-known model that sees citizen
control as the ultimate aim, the model has come under criticism for its zero-sum view of power and
neglecting the unique benefits of shared power through collaboration (Tritter, 2009; Whaley, Domenico
& Alltimes, 2019). Tritter and McCallum (2006) explain,
Arnstein’s approach conceptualises user involvement activity as a contest between two parties
wrestling for control over a finite amount of power. This adversarial model seems to exclude
opportunities for collaboration and shared decision-making and may simply lead to the creation
of a new class of user elite. (p. 164)
Tritter and McCallum (2006) criticize Arnstein's hierarchal conceptualization of participation
arguing that instead a comprehensive strategy of service user engagement is more realistic considering
the diverse participation preferences of service users and the varying issues and levels at which
participation is warranted. They suggest engaging a diversity of stakeholders in multiple different
methods of participation (both ad hoc and ongoing) as co-producers of policies and practices. The
hierarchal model of participation is also criticized for being overly simplistic, negating the complex sociopolitical context that bears influence over participation opportunities and their authenticity (Beresford,
2019). Where Arnstein relies more heavily on the type of participation to determine its authenticity and
level of influence, Beresford looks to the motivations and values behind the participation. Beresford
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(2012) argues that unless service user participation is approached with a genuine desire to share power
through authentic opportunities for service users to wield voice and influence over policy and service
design, then it will remain token and disempowering no matter the type or method of participation.
Looking to other models of service user participation in organizations reveals an approach to
participation that differs slightly from Arnstein's model by recognizing the merits of collaborative
partnerships (Kloos et al., 2014; Nelson et al., 2014; Lord et al., 1998; Carr, 2004; Carman, Dardess,
Maurer, Sofaer, Adams, Bechtel, & Sweeney, 2013; Lord & Hutchison, 2017; Hardina, 2005). This
approach recognizes that forms of participation that fall within Arnstein’s rung of partnership offer
unique benefits that may only be possible through collaboration in what has been described as ‘power
with’ rather than ‘power over’ (Gaventa, 2006). Arnstein (1969) describes such partnerships as
participation where “power is in fact redistributed through negotiation between citizens and
powerholders. They agree to share planning and decision-making responsibilities through such
structures as joint policy boards, planning committees and mechanisms for resolving impasses” (p. 221).
Rather than viewing these partnerships as less desirable and influential than citizen control (the ultimate
aim of Arnstein’s ladder), these models acknowledge the benefits and shared power that come only
through working together. Power theorist, John Gaventa (2006) refers to VeneKlasen and Miller (2002)
who describe power with as:
finding common ground among different interests and building collective strength. Based on
mutual support, solidarity, and collaboration, power with multiplies individual talents and
knowledge. Power with can help build bridges across different interests to transform or reduce
social conflict and promote equitable relations. (p. 45)
Sharing power in this way moves participation beyond historical practices of consultation and
instead engages service users in true collaborative partnerships where everyone's gifts, experiences, and
expertise have a legitimate role to play in designing services (Nelson et al., 2014; Tritter & McCallum,
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2006; Carman et al., 2013; Carr, 2004; Whaley et al., 2019; Lord & Hutchison, 2017; Lord et al., 1998;
Hardina, 2005). Secondly, it is evident that sharing power at the level of partnership requires the
integration of service users’ ideas, perspectives, and presence in organizational decision-making
structures and at decision making tables. This was a key component in many of the models and papers
we reviewed (Carr, 2004; Hardina, 2005; Lord et al., 1998; Kloos et al., 2014; Hardina, 2003; Linhorst,
Eckert, & Hamilton, 2005; Carman et al., 2013; Andersen, 2016; Pancer, 2015).
This common emphasis of service users participating through collaborative partnerships found
among theories and models of citizen participation is consistent with the new vision Lord and Hutchison
(2017) have outlined for developmental services where they too emphasize the participation of service
users (aka citizens) in decision-making and collaboration over consultation, stating,
Governments and non-profit organizations typically consult with people to gain insights about
possible further directions. With consultation, however, decision making remains in the hands of
those institutions…Consultation has been a strategy of the old story when governments or
leaders want to initiate change. New story initiatives build their innovations with principles of
collaboration, not just consultation. Collaboration involves people working together for change
in ways that enable each person of each stakeholder group to contribute their gifts and ideas in
an ongoing manner. (Lord & Hutchison, 2017, pp. 286-287)
A more recent model of service user participation does well in combining these key elements of
participation on a continuum that situates collaborative partnerships and shared leadership at the
highest end of the continuum (Carman et al., 2013). This model, which was developed together with
service users in the health care system, uses level of influence over decisions as the gauge for placement
on the continuum. The continuum moves from 'consultation' towards 'partnership and shared
leadership', which "is characterized by shared power and responsibility, with patients being active
partners in defining agendas and making decisions" (p. 224). The model addresses some of the criticisms
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of hierarchical models of participation by having multiple levels of engagement from direct care to
organizational design and governance and lastly to policy making. Additionally, the authors clarify that
"the goal is not always to move toward engagement at the higher end of the continuum" (p. 225);
however, they note that "with shared power and responsibility comes the potential for better, more
patient-centered outcomes" (p. 225).
Theories of empowering organizations and citizen participation reveal the importance of
collaborative partnerships where power is shared with service users through participatory decisionmaking, shared leadership, and opportunities to participate with influence. Together, these common
components begin to inform a model of service user participation that meets the level of inclusion and
participation the advocate researcher desired when she asked to have a seat at the table. This
participatory action research project sought to contextualize the shared elements from these theories
within a DS setting by supporting self-advocates in designing a model of service user participation
relevant to community based developmental services organizations in Ontario, Canada. Inspired by
Maton's call for community psychologists to turn disempowering settings into empowering ones and
Lord and Hutchison's call for a more collaborative approach to DS, this study drew from elements of
Maton's characteristics of empowering community settings, and the common elements of participation
embedded in Carman et al.'s model of participation in the model design.
Existing Literature on Service User Participation
This participatory action research study first examined what existing literature reveals about
service user participation at the collaborative partnership level, specifically within the context of
organizations supporting people labeled with developmental disabilities. We define this as the level at
which power is shared with service users through participatory decision-making, shared leadership, and
opportunities to participate with influence over the design, planning, and evaluation of services. This
review of literature was conducted by me, and a synthesis of the results were shared in a plain language
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summary with the advocate researchers. Methods of collaborative service planning, shared leadership,
and participatory decision-making with service users were explored in this review. However, I found few
studies on service user participation in disability services organizations in general and fewer still in
organizations that support people labeled with developmental disabilities.
In comparing the aforementioned theories in combination with the disability specific studies
that do exist, along with a number of frameworks, models, case studies, and position papers on
collaborative service planning, shared leadership, and participatory decision-making, four common
principles emerged that offer insight into what could be elements of effective collaborative partnerships
in developmental services. These principles both build upon and reinforce the key elements that were
common among theories of organizational empowerment and citizen participation within organizations.
They are: 1. Organizational leaders must foster a culture that is supportive of service user participation;
2. Formal structures and roles are necessary for authentic service user participation; 3. Power must be
shared in a way that gives the voice of service users equal weight and authority in the decision-making
process; and 4. Accommodating structures must be established to support participants labeled with
developmental disabilities to fully participate.
Principle 1: Organizational Leaders Must Foster a Culture That is Supportive of Service User
Participation
Some studies have argued that integrating the participation of service users in decision-making
can lead to increased organizational effectiveness (Bess, Perkins, Cooper, and Jones, 2011; Pancer,
2015). However, necessary to the successful involvement of service users is a receptive organizational
culture open to the feedback, direction, and influence of service users (McDaid, 2009; Cousins and
Associates, 2016). In their review of service user participation in organizations, Cousins and Associates
(2016) found that engaging people labeled with disabilities in designing services requires a cultural shift
whereby service users are seen as partners and collaborators in developing services, a finding shared by
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Lord, Ochocka, Czarny, and MacGillivary (1998). This means parting ways with past perceptions of
service users as solely service recipients in need of our care and subverting “the traditional expert-client
relationship” (Bess et al, p. 246, 2011). Instead, people using developmental services need to be
recognized for the valuable knowledge and expertise they bring to planning tables, and the positive
influence their presence has on how service providers plan and think about services. Cousins and
Associates (2016) also argue that an organizational culture receptive and open to service user
participation needs to permeate structures and practices within organizations to support service user
participation and ensure service users have the power to affect change. Andersen (2016) found that
effective service user councils relied on the explicit support of organizational leaders who set clear
expectations for meaningful participation in decision-making. This sentiment is shared by Bombard et al.
(2018) whose study results suggest that leadership commitment was key to the success of service user
participation because leaders were able to advance their input within the organization's strategic plans
and policies. This is what disability scholar and advocate, Colin Barnes (2003), refers to as ‘champions,’
arguing that service user participation is dependent upon organizational champions who will
incorporate service user feedback and knowledge into organizational processes and structures. What
these findings allude to is the need for mediating leaders and allies who will actively work to shift
culture and support service user participation at a level reflective of partnership and collaboration by
enacting supportive structures, practices, and plans.
Principle 2: Formal Structures and Roles are Necessary for Authentic Participation
In a recent study, Bombard et al. (2018) noted that current research points to the need to move
beyond traditional consultative forms of service user participation such as surveys, ad hoc town hall
forums, or complaint processes and engage service users in the design, delivery, and evaluation of
services. They found that methods that involved higher levels of engagement such as co-design were
linked to more influential outcomes such as changes to service delivery, and better governance and
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organizational planning. However, in order for organizations to offer meaningful and authentic forms of
participation, formal structures and opportunities for participation must exist at multiple levels in the
organization from individual support plans to organizational services and strategic planning (Bombard et
al., 2018; Hardina, 2005; Linhorst et al., 2005; Hardina et al., 2007; Nelson et al., 2014; Lord & Hutchison,
2017; Chenoweth & Clements, 2011; Cousins and Associates, 2016). Some reviews found that methods
of participation that were continuous, embedded in the organization, and involved service users in
decision-making had greater power to influence change (Carr, 2004). Other studies suggest that
specifically service user advisory boards or positions on organizational boards and committees offer
more empowering means of service user participation than typical consultative feedback processes, and
result in more responsive and effective organizations (Hardina, 2003; Pancer, 2015).
Different from other methods of service user participation, such as surveys and complaint lines,
membership on advisory councils, boards, and committees offer formal and consistent means of
participation. These methods are said to be transformational because of their inclusion of open
dialogue, which enables members to share decision-making influence and power (Anderson, 2016;
Bombard et al., 2018; Hardina, 2014). These bodies also shift relationships by offering formal roles and
positions for service users to hold. Studies call for these roles to hold influence and power and be
supported by opportunities for skill development, critical reflection, and personal growth (Kloos et al.,
2014; Caldwell, Hauss, & Stark, 2009; Hardina et al. 2007; Cameron et al., 2019). Studies also called for a
certain percentage of board or council seats to be held by service users and that these bodies be jointly
led by a co-chair labeled with disabilities (Beckwith et al., 2016; McDaid, 2009; Bombard et al., 2018).
Research has shown these practices support a “shift in the balance of power among board or council
members” and are thus required for transformational change (Beckwith et al, 2016, p. 141). Indeed,
transformational change requires shifting the root causes and power dynamics that produce and
maintain inequity and injustice, versus merely addressing their surface level effects (Riemer et al., 2020).
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It is described by Riemer et al. (2020) as “changes to system itself along with the underlying rules,
assumptions, roles, and relationships governing the system’s structure” (p. 136). Formal methods of
participation appear to offer a means by which to shift decision-making power and relationships.
Other authors have argued that positions on boards of directors are more empowering than
advisory councils that only have the power to advise (Hardina et al., 2007). However, one must
remember that the power and authority given to members of different boards of directors and advisory
councils are each unique. They are likely to intersect upon a continuum of influence and power where
one form of participation may be more or less empowering than the next. Regardless of the form of
participation, ensuring a seat at the decision-making table is certainly a progressive step. However,
unless those members labeled with disabilities hold equal power and decision-making authority, their
participation will remain a token and likely demoralizing endeavor (Friedman, Beckwith, & Conroy,
2016a; Watson & Foster-Fishman, 2013; Caldwell et al., 2009; Beckwith et al., 2016).
Principle 3: Power Must be Shared to Give Service Users Equal Weight and Authority in the DecisionMaking Process
Traditionally, power over services offered at an organizational level has rested in the hands of
service providers (Cameron et al., 2019; Whitehead & Hughey, 2004; Lord & Hutchison, 2017; Carr,
2004). However, authentic participatory decision-making processes welcome new voices to the table–
placing service users in positions of equal influence, with equal decision-making power (Nelson et al.,
2014; Kloos et al., 2014; Watson & Foster-Fishman, 2013; Lord et al., 1998). Without this shift towards
shared power, involving service users in service decision-making bodies like advisory boards,
organizational boards, and steering and co-design committees, results in little change with professionals
retaining “all or most of the power, and consumers/survivors having minimal opportunities for having a
say about the programs that serve them” (Nelson et al., 2014, p. 11).
Transformative decision-making bodies require service providers to shift from the position of
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expert or authority to partner (Nelson et al., 2014; Kloos et al., 2014). They involve the expansion of
legitimate and valid forms of knowledge and inquiry to include the lived experiences and expertise of
service users (McDaid, 2009; Hardina, 2014; Nelson et al. 2014; Watson and Foster-Fishman, 2013;
Barnes et al., 2003; Kloos et al., 2014). Additionally, they require service users to not only have a voice at
the table, but to have true influence over the decision-making process (Watson & Foster-Fishman, 2013;
Beckwith et al., 2016) and the agenda (Christens, 2012; Hardina, 2003; Chenoweth & Clements, 2011).
Watson and Foster-Fishman understood that having a seat at the decision-making table does
not necessarily mean power will be shared. They argued that for collaborative partnerships to be truly
effective, organizations must authentically embrace service users, their knowledge, and expertise into
organizational decision-making. Watson and Foster-Fishman caution that social boundaries established
and sustained by social norms, regularities, and structures, define ‘appropriate’ roles, power, and
influence certain groups of people can and cannot hold. If social boundaries are not established or when
necessary, expanded, to give diverse groups equal authority and influence over the decision-making
process, then their knowledge and expertise will never legitimately play a role in the decisions being
made. They argued that norms and expectations be established in organizations to support true
collaborative decision-making where each person’s perspective and experience has weight and value
and where each is equally considered in the decision-making process (Watson & Foster-Fishman, 2013).
To apply this framework within DS, organizations seeking to incorporate the perspectives of service
users in organizational decision-making must first reflect upon what roles, power, and influence their
organization has defined as ‘appropriate’ for service users to hold. What boundaries and structures has
their organization upheld that has kept the voice of service users ‘in their place’ or even silent? This is
also known as structural and institutional oppression, when society, communities, and organizations are
structured in such a way that oppress some groups of people while maintaining power for others
(Young, 2011). In DS this becomes a form of structural ableism where structures and practices are in
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place to privilege the voice and knowledge of non-disabled service providers and little credence and
space is made for the voice and knowledge of people labeled with developmental disabilities.
According to Watson and Foster-Fishman's framework, organizations seeking to dismantle this
form of structural ableism, de-centre the voice of non-disabled service providers, and introduce more
democratic decision-making processes must ensure power and decision-making authority is
authentically shared and there are opportunities for service users to have true voice and influence over
decisions being made about services. All of this points to the need to welcome service users as full
members of organizational decision-making bodies and to recognize their lived experiences as a valuable
expertise. This means decisions cannot be made in advance (Bombard et al., 2018) and service providers
should account for how service users’ advice and input was acted upon (Caldwell et al., 2009; Bombard
et al., 2018). The process to which consensus is built and final decisions are made must ensure all voices
to have weight and influence (Zimmerman, 2000; Watson & Foster-Fishman 2013; Hardina, 2014;
Chenowith & Clements, 2011). Thus, models of participatory decision making about services must be
constructed with collective leadership and decision-making authority between service users and service
providers participating in the model (Nelson et al., 2014; Kloos et al., 2014; Hardina, 2014) where not
only decisions are shared, but influence over who and what comes to the table itself (Christens, 2012;
Hardina, 2003; Chenoweth & Clements, 2011).
Principle 4: Accommodating Structures are Needed to Support Participants Labeled With
Developmental Disabilities to Fully Participate
A common caution from the disability specific studies was that unless organizations
accommodate the participation needs of participants with disabilities, then their presence risks
becoming a form of tokenism (Caldwell et al., 2009; Cameron et al., 2019; Radermacher et al., 2010).
Some of these accommodation practices include transportation, training, accessible meeting spaces, use
of plain language, preparatory meetings to ensure participants felt prepared, board mentors, frequent
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breaks and more (Beckwith et al., 2016; Friedman et al., 2016b; Caldwell et al., 2009; Hardina et al.,
2007; Radermacher et al., 2010; Chenowith & Clements, 2011). These structures and supports are
unique to the individual and will shift and change depending on the person who is participating.
However, as Dutta (2016) astutely challenges, accommodation presumes that current processes of
knowledge formation should be left intact. It should also be considered how the knowledge sharing and
decision-making processes in these settings may need to be fundamentally altered to embrace
alternative forms of, and pathways to knowledge (Dutta, 2016). Dutta (2016) challenges knowledge
formation processes that uphold an ‘epistemic superiority,’ privileging some sources, methods, and
pathways to knowledge while marginalizing others. Instead, settings looking to reinvent themselves and
embrace the knowledge of service users must not only consider how people labeled with disabilities can
be accommodated to participate in their predefined processes but must also question the ways in which
they operate and embrace more inclusive and diverse processes of knowledge sharing and creation such
that everyone can fully participate. Organizations that do not ensure accommodating structures and
supports are in place for participation and who are not open to new knowledge formation processes,
prevent people labeled with disabilities from equally participating in organizational decision-making
processes (Radermacher et al., 2010). This would be a further affront to the justice and equity rights
service user participation seeks to achieve.
Research Gap
Together these principles begin to form what could be key elements of a collaborative
partnership between service users and DS organizations. However, being derived from studies both
within and outside disability organizations, with few studies specific to organizations that support
people labeled with developmental disabilities, these principles warrant an examination into whether
they are relevant within Ontario's DS. Additionally, none of the studies found took place within the
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Canadian context. 2 Canadian disability services are situated in a unique context with societal values,
policies, and structures distinct from those in the UK and other countries where the majority of these
past studies took place. While studies from these countries are certainty helpful in shaping principles of
service user participation, what is still needed is an understanding of methods of collaborative service
planning, shared leadership, and participatory decision-making that would withstand Canada's sociopolitical context and thrive within Ontario's DS.
Additionally, with the exception of Cameron et al., 2019; Andersen, 2016; Caldwell et al., 2009;
and Radermacher et al., 2010, the disability specific studies that were reviewed did not derive their
findings from the perspectives of service users labeled with disabilities. Instead, they were gleaned
either through literature reviews or interviews and surveys with service providers. Some authors of
these studies have recommended that the voice and perspective of people labeled with developmental
disabilities be heard on what supports and hinders their participation in organizations (Beckwith et al.,

2

While not directly addressing service user participation, there is relevant literature on rights-based

approaches to service delivery in Ontario’s DS. Tarulli and Saaltink (2012), and Owens and MacKinnon (2012),
speak to the importance of building a culture of rights promotion within DS organizations through equipping selfadvocates to assert their rights and 'cultivating an ethos of listening’. Owens et al., (2008) take this practice of
intentionally listening further. They suggest that to shift culture towards rights-based approaches, organizations
must establish practices of system thinking and structures of organizational learning through which leaders can
integrate knowledge gained from service users’ lived experiences of their rights. Owens et al. (2008) offer
collaborative Rights Committees that involve service users on their membership as one way this may be
accomplished. These findings reinforce the need to address organizational culture in order to foster organization
change. In doing so they affirm the first principle from our literature review findings—that Organizational leaders
must foster a culture that is supportive of service user participation.
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2016; Chenowith & Clements, 2011). Disability advocates themselves identify this as more than just a
gap in literature, but also necessary for ethical research on the subject. Gates and Waight argue,
"Historically, people with learning disabilities have had research done to them—they have been subjects
to the researcher; the studied, the analysed, but never the participant" (Gates & Waight, 2007, p. 111),
and until more recently, never the researcher. Advocates have long been challenging the oppressive
nature of research done on people labeled with disabilities opposed to with or led by them (Oliver, 1997;
Barnes, 2004; Beresford, 2019). Research that continues to privilege the voices and opinions of the elite
risks reinforcing oppressive systems and structures that maintain inequitable and harmful conditions for
marginalized communities (Potts & Brown, 2005). In the past, this has been evident in disability research
both by "favouring the opinions of family, carers, and" service providers in knowledge gathering
processes over seeking the perspectives of people labeled with developmental disabilities themselves
(Cluley, 2016, p. 39). Additionally, it has involved excluding people labeled with developmental
disabilities from taking place at research tables and participating as researchers. This "socially
constructed absence" from the research academy is based on assumptions of epistemic superiority and
decision-making capacity that have prevented people labeled with developmental disabilities from
generating and sharing knowledge about their own lives and experiences (Milner & Frawley, 2019, p.
383). It has meant that what is studied, interpreted, published, and becomes 'known' about their lives is
in the hands of those with the power to generate knowledge (Milner & Frawley, 2019). This practice of
interpretating and framing the lives and experiences of people labeled with developmental disabilities
without them is completely disempowering and a further manifestation of institutional control (Milner
& Frawley, 2019; Buettgen et al., 2012).
Considering this within the context of service user participation research, disability advocate and
scholar, Colin Cameron (2019) cautions there is a risk in labeling inclusive participatory processes and
principles as such without the guidance of people labeled with disabilities themselves. Less empowering
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forms of service user participation designed on the terms of service providers yet toted as true
participation,
threatens to obscure experience-led research, immersing disabled people in rhetorical jargon
that suggests inclusive participation but which in reality enables service providers to construct
the nature of participation and determine its personal cost to service users. Many questions
need to be asked about the way in which service-user involvement is operationalized. (Cameron
et al., 2019, p. 1329)
Without the direct leadership of people labeled with disabilities in the design of collaborative service
planning and participatory decision-making processes, and in the research that leads to those designs,
the transformational values outlined by Nelson, Kloos, and Ornelas (2014) and the New Vision described
by Lord and Hutchison (2017) will never be met. Service user participation scholar and advocate, Peter
Beresford (2012) recommends that what is needed in the next leg of the service user participation
journey is for service users to engage in research on service user participation as a means to contribute
their own knowledge and evidence to effective and empowering approaches of involving service users.
He states, "such research not only extends the evidence-base of user involvement, but also offers
another systematic route to the advancement of service user knowledge(s)" (Beresford, 2012, p. 34).
Research Team
Inspired by these values, this participatory action research project was a collaboration between
this author and four self-advocates labeled with developmental disabilities from a self-advocacy group
called Our Voices Matter, including the self-advocate whose story was shared in the introduction. You
can find a short bio of each of the research team members at the end of the toolkit in Appendix A.
Within our collaboration, the self-advocates were fully engaged in the research process and as such
chose to be referred to as “advocate researchers.” Each of the four members receive services from
Christian Horizons, a DS organization in Ontario. This participatory action research project involved
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identifying key elements of effective approaches to service user participation that meet the level of
collaborative partnerships. From those learnings, we designed a collaborative partnership strategy
within Christian Horizons and developed a toolkit of our findings to share with other DS organizations in
the sector.
Research Questions
This study sought to help narrow the gap in published research on the participation of people
labeled with developmental disabilities in organizational planning and decision-making processes within
Ontario's developmental services. This was done through an approach to participatory action research
(PAR) whereby people labeled with developmental disabilities were both in the role of the researcher
and the participant. Accordingly, instead of relying solely on the results of our review of literature or the
perspectives and impressions of service providers to understand what models of participation might
work well within this setting, this study sought to also centre and understand the perspective of service
users labeled with developmental disabilities. Specifically, this study aimed to learn what model of
collaborative service planning, shared leadership, and participatory decision-making met the inclusion
goals of service users in community-based DS organizations in Ontario. These are key components of
collaborative partnerships as identified in literature. Our research team’s goal was to share what we
learned about the key elements of such a model within the DS sector and recommend how the model
could be applied within the DS organization the advocate researchers receive services from. As a
research team in a PAR study, we shared in the responsibility of defining research questions to address
our research goal. These included:
Primary Research Question
•

What model of collaborative service planning, shared leadership, and participatory decision
making best meets the inclusion goals of advocates and service users in community based
developmental service organizations within Ontario?
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Supporting Research Questions
•

What known facilitators or barriers to service user participation for people labeled with
developmental disabilities exist in the literature and/or in the lived experience of service users
labeled with disabilities?

•

Given these factors, what key elements of service user participation models are identified as
important/relevant by service users labeled with developmental disabilities?
Methods

Research Paradigm
This research team chose to situate this study within the transformative paradigm for its
approach of combining knowledge gained both through empirical research and through the lived
experience and culture of community groups (Nelson & Prilleltensky, 2010). Equally important, was its
shared understanding of ontology and epistemology, and methodological approach with critical
disability studies. The transformative paradigm aims to challenge and deconstruct perceptions of reality
that are oppressive and harmful to marginalized communities (Mertens, 2007; Guba & Lincoln, 1994;
Ponterotto, 2005; Riemer et al., 2020). This ontological perspective is shared by many disability activists
who operate within the social or human rights models of disability. These models of disability recognize
that normalcy is an arbitrarily defined 'reality' and see “wide variations in cognitive, sensory, and motor
ability as inherent to the human condition…consequently [recognizing] the variations as expected events
and not as rationales for limiting the potential of persons with disabilities to contribute to society”
(Rioux & Valentine, 2006, p. 52). Since these variations are inherent in society, society should be
organized in such a way that allows all people to fully participate (Rioux & Valentine, 2006).
Unfortunately, social, environmental, and legislative barriers, inequalities, and discriminations exist
because they are built upon a version of reality that caters to the few that are deemed 'normal' and
excludes those who are not, often preventing full participation for people labeled with disabilities (Rioux
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& Valentine, 2006; Withers, 2012; Balcazar & Suarez-Balcazar, 2017; Milner & Frawley, 2019;
Radermacher et al., 2010). The transformative paradigm offers through research, an ontology necessary
to deconstruct structural and systemic limitations placed on people labeled with disabilities—limitations
of participation, empowerment, and decision-making this study seeks to challenge.
The transformative paradigm also calls for the inclusion and leadership of marginalized and
oppressed voices in the research process in order to form new norms and a new reality where power is
shared (Mertens, 2007; Nelson & Prilleltensky, 2010; Riemer et al., 2020). In the transformative
paradigm, space is made for marginalized communities to shape knowledge and in doing so, create
alternative realities of equity and liberation (Mertens, 2007; Nelson & Prilleltensky, 2010). This is
especially important for the purposes of this research team whose sole aim was to create a model for
which the knowledge and voices of service users labeled with developmental disabilities can shape
organizational decisions. It is thus fitting that our research approach incorporates the voice and
knowledge of people labeled with disabilities.
Research Approach
In order to centre the voices, knowledge, and experiences of people labeled with developmental
disabilities, this study was undertaken as a PAR project. Nelson, Ochocka, Griffin, and Lord (1998) have
defined PAR as an “approach that consists of the maximum participation of stakeholders, those whose
lives are affected by the problem under study, in the systematic collection and analysis of information
for the purpose of taking action and making change” (p. 885). In PAR, community members are
recognized as experts of their own lived experiences (Nelson & Prilleltensky, 2010; Nelson et al., 1998;
Piran, 2001; Balcazar et al., 1998).They are involved in all aspects of the research process and decisions
and power are shared with researchers who position themselves to learn from and collaborate with
communities in their change efforts (Buettgen et al., 2012; Danley & Ellison, 1999; Nind, 2014; Balcazar,
et al., 1998; Nelson & Prilleltensky, 2010; Nelson et al., 1998; Piran, 2001). PAR is largely an expectation
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in disability studies as over thirty years ago self-advocates coined the phrase, “Nothing About Us
Without Us” demanding a presence in research and tables where decisions were being made about their
lives (Radermacher et al., 2010; Walmsley et al., 2018). Despite the benefits of PAR, it is still relatively
uncommon for people labeled with developmental disabilities to be included in the research process
(St.John, Mihaila, Dorrance, Smith DaWalt, & Ausderau, 2018; Schwartz, Kramer, Cohn, & McDonald,
2020). For notable exceptions see Buettgen et al. 2012; research from The Social History of Learning
Disability Research Group (ex. Mitchell, Traustadóttir, Chapman, Townson, Ingham, & Ledger, 2006), and
research from Shaping our Lives (ex. Cameron et al., 2019). In response to this reality, Walmsley and
Johnson (2003) outlined five principles of inclusive research with people labeled with learning
disabilities. These principles mirror the principles of transformative research:
The research problem must be one that is owned (not necessarily initiated) by disabled people;
It should further the interests of disabled people; Non-disabled researchers should be on the
side of people with learning disabilities; It should be collaborative – people with learning
disabilities should be involved in the process of doing the research; People with learning
disabilities should be able to exert some control over process and outcomes; The research
question, process and reports must be accessible to people with learning disabilities. (Walmsley
& Johnson, 2003)
Our research team followed the principles of inclusive research outlined by Walmsley and
Johnson (2003). The self-advocates were co-researchers, referred to as ‘advocate researchers’ and
participated in all stages of the research process they chose to. This involved each of the advocate
researchers participating in the design, implementation, analysis, and knowledge mobilization and
communication of results (except for the coding stage of which only one of the advocate researchers
chose to take part). Decisions about our research were made together as a group. This included
determining our research questions, deciding who we needed to talk to and what methods of data
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collection we would use to learn their experiences. We worked together to develop accessible research
tools such as plain language recruitment posters, consent forms, and interview and focus group
questions that included visual icons and images to aid understanding (inspired by Kidney & McDonald,
2014 and Schwartz & Durkin, 2019). Every member of the research team took part in interviewing
people. After we completed all interviews and focus groups, one of the advocate researchers and I took
part in coding the transcripts. I then shared key findings with the research team and together we
decided what information we would include in a toolkit on service user participation for Ontario's DS
sector. The research team also developed recommendations for strengthening opportunities for service
user participation at the DS organization they receive services from and were involved in planning and
facilitating presentations of our findings at sector conferences.
Research Design and Methods
This research team chose a qualitative study because we were interested in learning the
experiences and perspectives of people labeled with developmental disabilities. Qualitative data
collection methods have been reported to be an effective means of gathering and featuring the voices
and lived experiences of marginalized groups, including people labeled with disabilities (Nind, 2008;
Farmer, 2011; Cluley, 2016). We felt the best way to make space for service users to share their
experiences and expertise was through semi-structured interviews and focus groups as these were also
an accessible form of data collection for the advocate researchers. In early 2021, we spoke with eight
Ontario DS organizations known to engage service users in empowering ways. This included both rural
and urban organizations based in southern Ontario, and they ranged in size, providing services up to
over 1,300 people with developmental disabilities. Our intention was to learn what methods of service
user participation were being utilized in DS organizations and from that, explore more deeply those
methods that involve service users in collaborative planning, shared leadership, and participatory
decision-making. Further, we aimed to learn which of these methods and their facilitators people
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labeled with developmental disabilities identified as inclusive and effective and to draw from their
varied experiences, key elements of an effective service user participation model that met the level of
collaborative partnerships. We interviewed both an employee and service user (sometimes two) at
seven of these organizations. In the organization the advocate researchers receive services from, we
hosted two focus groups of service users and interviewed six employees. In total, we interviewed or held
focus groups with twenty-two adults labeled with developmental disabilities and twelve employees of
DS organizations. We intentionally choose to hear from both service users and service providers as we
saw the value of both perspectives and the additional contextual details service providers could offer
about the varied methods of participation being employed in their organizations. This decision was
specifically suggested and made by the advocate researchers. During the analysis process we paid close
attention to give more voice to service users and certain questions were asked only of service users to
ensure they alone shaped those results (ex. Their goals for inclusion). Participants were all adults and
came from a variety of gender identity and racial backgrounds. 3 Literature demonstrates this diversity is
important because racial and gender identities impact how people labeled with disabilities may be
included or excluded from participating in organizations (Carr, 2004). While we welcomed anyone to
participate (including those who need support from another person to convey their experiences and
opinions), only people who communicated through written or spoken word responded to our invitation
to participate. Employees held a range of management positions from manager to senior leader. To
protect the identity of participants, further demographic information was not gathered, and

Racial diversity was more prominent amongst participants who were service users versus employees.
This may be due to the reported lack of diversity amongst employees in Ontario’s Developmental Services. For
instance, a multi-year study reported in 2018 that only 8.3% of Ontario’s Developmental Services workforce was
made up of people who identified as a visibility minority compared to 26% of Ontario’s workforce overall (Hickey,
Fields & Frometa, 2018).
3
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pseudonyms chosen by the service user and employee participants were used (although in some cases,
participants asked us to choose a pseudonym).
Type of
Participant
Service Users
Employees
Senior
Leaders
Senior
Managers
Managers

# of
participants
22
12 (total)
4
Leslie, Jordan, Rick, Diana
6

Klara, Janelle, Sandy, John, Ella, Kathleen,

2

Tara, Lori

Interviews and focus groups were conducted online via Microsoft Teams virtual meetings. The
advocate researchers and I each took turns asking questions. Interviews and focus groups averaged
around one and a half to two hours in length. The interviews and focus groups were used to learn ways
people labeled with developmental disabilities were participating in organizations, whether they
thought those were effective means of participation, the benefits they felt it made, and what they felt
aided and hindered their participation and the success of the model (i.e., barriers and facilitators).
Interviews with employees helped to provide additional contextual detail about the methods of
participation being used and what they perceived to be the facilitators, barriers, and benefits of those
methods. People who use services from the organization the advocate researchers received services
from were also asked how they would prefer to participate in the organization to aid in our design of a
model of participatory decision-making and service planning within this organization.
Recruitment
Organizations were chosen based on advice from three organizational leaders in the DS sector
and from a scan of organizational websites across Ontario. Organizations commonly mentioned by the
sector leaders and/or those that demonstrated a commitment to service user participation on their
website either through mention of it in their values, strategic plans, missions, or mentioning service user
participation through an advisory council or board membership were selected. Emails were sent to ten
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specifically DS organizations and two more general disability service organizations. We heard back from
eight DS organizations willing to participate. Our recruitment poster was shared by organizations with
employees and service users who might be interested in participating and participants emailed the
research team letting us know of their interest in participating. In the organization the advocate
researchers receive services from, emails were sent to leaders the research team felt would provide the
richest and most informative insights on how service user participation can be incorporated into the
organization. The team was intentional in inviting a diversity of leaders—including those with diverse
roles, experiences, educational backgrounds, and personal demographics (i.e., race, gender, and age) to
draw insights from people with a variety of lived experience and expertise.
Analysis
The research team drew from Clarke and Braun’s (2018, 2022) approach to thematic analysis,
applying a collaborative coding approach to our process. Together the research team collaborated in
identifying the parent codes, which were based heavily on our research and interview questions. I used
accessible questions to help the group determine the parent codes such as ‘what do you want to learn
from what people shared with us?’ (ex. one answer was ‘what helps people to participate?’), and ‘based
on what we heard from participants, what important topics do we need to share with DS organizations?’
(ex. two answers were ‘why participation is important’ and ‘different ways service users can
participate’). One advocate researcher was interested in coding the transcripts along with myself. The
two of us first coded four interview transcripts and one focus group transcript separately, then met to
discuss whether our codes aligned, how we interpreted the responses, and why we coded them in the
way we did. In collaboration, we came to a mutual understanding of our codes and a common approach
to how we would code the data. I then used these conversations to inform the codebook, which
consisted of the parent codes plus child codes (sometimes three levels of child codes). The child codes
were identified by me through inductive coding to grant the expertise and experiences of participants
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more control over the findings versus limiting or restraining what was shared by people labeled with
developmental disabilities to the topics I felt most relevant or important.
Following the review of the codebook by our thesis committee, the advocate researcher and I
continued to both code all the transcripts (except two) from the interviews and focus groups with
people labeled with developmental disabilities and met to discuss our coding and insights, coming to a
common agreement of how we would code each data excerpt. Sometimes we coded the excerpt to
more than one code when we differed in our interpretation. I then coded the remaining two interviews
with service users and all the interviews with employees as the advocate researcher chose not to code
the remaining transcripts. (It should be noted that initially the advocate researcher planned to only code
the initial 4 interviews and one focus group to help form the codebook, but finding they enjoyed the
process of coding together, they determined to continue on coding quite a few more transcripts.) I used
NVivo for the coding and used memo writing while analyzing data connected to each child code. I
reviewed all data coded to each child code, interpretating each excerpt of data with a summary
statement or two. I then reviewed all summary statements and interpreted the child code as a whole,
maintaining all the excepts and analysis in a memo for each child code in NVivo. I summarized what was
learned and shared it back with the research team framing it within the parent code (ex. What are the
barriers we heard and what did we learn about those barriers?). This involved me compiling our results
into plain language summaries with images and icons to support concepts. Together the research team
reviewed these summaries and discussed if the findings shared by me resonated with what they
remembered of our interviews and focus groups, and their experiences as service users.
To identify the key elements and model of collaborative partnerships, we relied on open
discussion and consensus. This involved identifying together which elements continued to emerge
across the various parent codes (mainly facilitators and barriers of collaborative partnerships) and/or
strongly correlated with existing research. From these discussions, I organized the key elements under
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the three broad themes that emerged from our analysis of the facilitators of collaborative partnerships. I
then developed the visual in Figure 2 to capture the key elements organized in this way and I shared this
visual along with a plain language summary of the model back with the research team to affirm or if
necessary, refine the model further. The research team developed two sets of recommendations, which
were grounded in our discussions and subsequent model of the key elements of collaborative
partnerships. This involved first general recommendations for DS organizations wishing to engage in
collaborative partnerships with service users (captured in our Toolkit in Appendix A and in the
Conclusion section of this paper). Secondly, the research team developed a specific strategy and
proposal for establishing a collaborative partnership with service users in the organization where the
advocate researchers use services. This strategy involved nine broad ideas and twenty suggested actions
for implementing these ideas, along with two proposals for organizational and area specific service user
advisory councils. Area (district) specific advisory councils were deemed necessary as the organization is
quite large, spread over Ontario and Saskatchewan and serving over 1,500 adults labeled with
developmental disabilities. In recommending this strategy, we drew from our own findings, the four
principles identified in our review of past literature, as well as Maton's Characteristics of Empowering
Community Settings and Carmen et al.'s Multidimensional Framework For Patient and Family
Engagement in Health and Health Care. Our own findings formed the basis of the strategy and the ideas
we shared addressed the key elements within each of the layers of our model, along with how to
integrate these key elements into existing and new organizational practices.
Quality
It was important for this research team to produce credible findings both through rigorous
approaches to collecting, analyzing, and disseminating our findings, and also through following the
principles of inclusive research. Approaches applied in our efforts to address credibility were consistent
with techniques outlined by Whittemore et al. (2010) for demonstrating ‘validity’ in qualitative research
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and the quality indicators of inclusive research outlined by Nind (2014). For instance, our research
process was a collaboration between the student researcher and people with lived experience as service
users of DS organizations. The advocate researcher's own experiences and "insider, cultural knowledge
of people" (Nind, 2014, p. 89) labeled with developmental disabilities aided in the accessibility and
relevancy of our research process, data collection methods and tools, and interpretation of findings. Our
efforts in applying a rigorous analysis of our findings included an approach to coding that involved all the
advocate researchers in identifying parent codes and one of the advocate researchers in the coding of
transcripts. Their interpretations of the data were used to help shape the child codes and subsequent
codebook. The codebook was then reviewed by the thesis committee. Interpretations and analysis of
the data were explicitly captured in NVivo by assigning a memo to each child code, recording each data
excerpt connected to that code within a table and then recording the interpretation of each data
excerpt within that table. Within the memo, the overall interpretation of the child code was recorded.
The student researcher compared their interpretations of the data to the principles and theories
identified from previous literature, finding consistency in our results with past studies. These existing
principles and theories were used by the student researcher as a lens by which to interpret our data.
The student researcher met frequently (often weekly) with the advocate researchers to affirm their
interpretations of the data with the advocate researchers. We also conducted member checking by
sharing our results with the council of service users from Community Living Ontario. This council
affirmed collaborative partnerships as reflective of how they want to participate in organizations and
the key elements as important to that partnership. Research findings were then reviewed by the thesis
committee. The research findings were disseminated in multiple and accessible ways as described in the
knowledge mobilization section. This involved the creation of a plain language toolkit to share our
research findings and provide guidance to help DS organizations improve opportunities for service user
participation. This toolkit of research findings was shared back with participants with an invitation to
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provide feedback and was then presented and shared with over 180 service users, employees, and
leaders in DS organizations through two accessible conference presentations. Positive feedback was
received from conference participants (both service users and service providers) with comments
demonstrating an excitement about the toolkit, an appreciation for the consistency of values, and
thankfulness for having the opportunity to hear from service users on this topic.
Results
The following section provides an overview of the results of our interviews and focus groups
beginning with an overview of the methods of participation that were being used in Ontario DS
organizations. Following that, our results explore why service user participation was said to be
important, and then provides a description of the barriers and facilitators of collaborative partnerships.
Quotes from our participants are provided to lend evidence to our interpretations. Pseudonyms are
used to maintain participant’s confidentiality.
Methods of Participation Currently Used in Ontario DS Organizations
Our results revealed that service users labeled with developmental disabilities were
participating in multiple different ways in Ontario DS organizations ranging from opportunities that had
greater influence and collaboration at the personal support level to opportunities that had greater
influence and collaboration at the system level. In regard to methods that involved service users in
collaborative service planning, shared leadership, and decision-making, five of the eight organizations
we spoke with had a board member who was a service user. In each of these cases, the service user was
a full board member with equal voting responsibilities. Often these members were nominated by service
users and were a representative from the organization’s service user advisory or advocacy council. Every
organization we spoke with engaged with a service user or self-advocacy council. Organizations offered
resources to support this group to exist including support staff, physical space to meet, a webpage and
more. Their purpose was said to provide input and ideas on current and future services; welcome ideas
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and concerns from service users, supporting them to address those issues or bringing them forward on
their behalf; engage in co-design, participate on committees and working groups; and collaborate on
government advocacy. Two of the organizations we spoke with involved service users on co-design
teams and all organizations mentioned involving service users on organizational committees and
working groups. Their examples included co-designing new services or improvements to services, codesigning strategic plans, and membership on committees that addressed topics related to services,
most commonly rights review committees. In each of their examples, service users were full and equal
members of the group who contributed ideas and helped to shape plans and decisions. The following list
captures the different methods of participation shared with us. However, it is not considered exhaustive
as it is possible that during our interviews, participants may have missed or been unaware of some of
the participation methods that were being utilized in their organizations.
Greater influence and collaboration at the system level
•
•
•
•
•

•
•

•

Member of the board
Service user advisory or advocacy council
Family council
Co-designing services and strategic plans
Participating in:
o Research and quality assurance (ex. Accreditation, reviewing feedback
tools and results)
o Government advocacy
o Committees and working groups
o Rights review processes
o Policy development
o Hiring and training employees
o Town hall meetings
o Organizational learning processes (ex. attending and presenting at
conferences)
House or program meetings
Ad hoc consultation of service users through:
o Interviews and focus groups
o Surveys
o Open feedback and complaint lines
Personal service planning through:
o Selecting personal outcome measures
o Personal goals and support plans

Greater influence and collaboration at the personal support level
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Collaborative Partnerships
During our interviews and focus groups, we explored more deeply methods of participation
which involved service users in collaborative service planning, shared leadership, and participatory
decision-making about services and advocacy—those key components of collaborative partnerships as
identified in literature. This included membership on the organization's board, collaboration with
advocacy or advisory councils, co-design teams, and organizational committees. The following section
outlines what we heard from service users and service providers when we asked how they were
collaborating in partnership with each other, what helps and hinders service users’ participation, what
difference they felt it made, and ultimately why it was important. Together their responses to these
questions formed key elements of effective collaborative partnerships represented in the middle row of
Figure 2 and described in the discussion section of this paper. The following section outlines the results
of these conversations. When we refer to ‘participants’ we are referring to both service users and
service providers. Otherwise, the type of participant is explicitly stated.
Why Service User Participation is Important
Participant’s motivations for pursuing and supporting service user participation appeared to be
value driven. When asked why it is important for service users to participate and be heard, participant’s
reasoning centered around five main themes that aligned with values commonly esteemed in
developmental services—equality, belonging, self-determination, collaboration, and respect
(McWhorter & Cartan, 2021). These values, which are often espoused in DS organization’s visions,
missions, and core principles suggest that service user participation may be consistent with what these
organizations believe to be important. While these values are often projected outwardly in
organization’s hopes and expectations for the external community, many service providers reflected
that service user participation is necessary for organizations to maintain authenticity by practically living
out these values themselves:
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We need to be practicing what we preach about dignity and about fostering belonging and
those sorts of things. And the simple activity of planning together and deciding things together
is us being true to who we are and us being ethical as an organization. So it's important...
because otherwise we lose validity if we don't have these things in place.
- Service Provider, Rick
The following section describes the values participants associated with service user participation
and how they perceived organizations and service users experiencing these values through their
participation.
Value 1- Equality: Service User Participation Recognizes Service Users’ Perspectives as Equally
Valuable and Worthy of Being Heard. Service users and service providers both expressed a belief that
every person has value, and every voice is worthy to be heard. Service users in five interviews and both
focus groups, and service providers in five interviews shared that seeking input from service users is not
only about valuing people and recognizing the worth of their perspectives, but also recognizing their
perspectives as equally important as others. Historically, people labeled with disabilities have contended
with ableist beliefs about their value as people and the worth and validity of their perspectives
(Kendrick, 2010). Two service users alluded to their exclusion as dehumanizing, attributable to their
label as a person with a disability. This was clearly expressed by Suzie who shared, “I should be included.
Why should I be excluded? […] Some people want to be on committees but are not allowed to. And it's
like, why they're human? And that's the type of thing that needs to be really changed.” Luke similarly
shared a desire to not be dehumanized and treated as less important. Luke explained, “I wanted to be
treated like a person, you know, be heard like a person. Like I want to be heard and talked to, you know.
Not like a person that's lower than you.” Service users in four interviews and both focus groups also told
us their opinions are just as important as service providers and should be heard just like anyone else. In
fact, we heard from both service users and service providers that people's lived experiences as a service
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user offer a unique, valuable perspective, and expertise–a role service providers are unable to fill
themselves. Their perspectives and ideas were perceived as critical in shaping services that are relevant
to what people want and need. These beliefs are demonstrated by one service provider, Leslie who
shared,
I think the benefits of listening to people who use our services and the community around us is
so much creativity exists. […] It's so important for us to be talking to people and hear their
ideas…because the experience and knowledge that people who use our services have, we have
to listen to that.
Service user participation was thus suggested by participants as a means by which organizations
recognized service users’ perspectives and input as equally valuable. This is well demonstrated in the
following quote from one service provider, Kathleen: “everybody in the community is valued.
Everybody's voice is worthy to be heard. So knowing that we have consumer input is very important.”
Value 2- Belonging: People Experience Belonging When They use Their Gifts and Skills to
Improve Community-Based Organizations. Belonging is a commonly held value in DS observed when
people use their gifts and skills in the community and when those gifts and skills are welcomed and
valued. Some service providers reflected that if organizations truly believe communities are better when
they include and are shaped by the perspectives, gifts, and presence of people labeled with disabilities,
then this needs to be practiced within those organizations too. This was demonstrated by Jordan who
shared, "If we believe that...communities are better because everybody belongs, then what areas of the
organization should service users not have influence? None, right?" Ella expressed that without service
user participation, organizations will struggle to foster the sense of belonging they commonly promote,
If everyone is not involved and participating, it’s really hard to have a community where you feel
that you belong. So, I think the influence of having service users having a voice makes a better
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community on an organizational level, on a citywide community bigger level, and on a global
level.
Service user participation was thus perceived as a way for organizations to work together with service
users and involve their skills, gifts, and perspectives in shaping the services that are provided to the
community.
Value 3- Self-Determination: Empowering Forms of Service User Participation Like Co-Design
Means Moving Away From Planning Services for People And Moving Towards a More Empowering
Approach of Planning and Leading Services With People. People we spoke with explained that DS
organizations exist to provide services to people labeled with developmental disabilities. These services
are provided on behalf of the community and people who use these services should be engaged in
lending their experiential knowledge and expertise in designing, evaluating, and improving services.
Eight service providers spoke about the need to centre the voices and lived experiences of service users
in their service planning and visioning. Three believed this was important because they viewed service
users as their “customers” with one explicitly stating their organization works for the people who access
their services. Four service providers and three service users said DS organizations would not exist
without service users, so naturally services should be designed based on their preferences. One service
provider (Kathleen) told us this is a shift away from assuming we know what people want and need and
instead recognizing that to do our jobs well, we need to listen to people so we can offer relevant and
desirable services responsive to the direction of service users. The importance of listening to service
users for this purpose was commonly expressed by service providers and service users alike. One service
user, Bob, explained this and shared it applies to all service users whether they use words to
communicate or not. Bob shared, "We get involved in every plan they are making, because without
us...the organization doesn’t go forward without participants. Every participant has a voice, even though
they can't speak for themselves, they have a voice."
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Opportunities to participate that gave service users voice and influence at planning and
decision-making tables appeared to be the means by which service users could exercise selfdetermination and choice at an organizational level. This included opportunities like co-design,
participating on planning and steering committees, membership on the board and more. One service
provider reflected that without opportunities such as these, we continue to maintain power and control
doing things for people instead of moving towards a more empowering approach of doing things with
people or having things led by people. Ella pointedly shared,
I think it’s really important that if the service is for a particular group of people, they need to
have a say in what that service is. And so, without having that co-design piece, you are doing for
and not with. And really, all of our work needs to be done collaboratively doing with, not for
people.
Value 4- Collaboration: Service User Participation is a Practical Way Organizations and Service
Users can Collaborate and Partner Together in Creating the Best Possible Services. We heard examples
of collaborative partnerships where service users and organizations saw themselves all on the same
team—working together towards a common goal of making services the best they can be. Three service
users and five service providers told us this partnership was valuable and that the voice of service users
needs to be heard as part of that partnership. One service provider alluded that collaboration provides a
non-paternalistic approach to involving service users—sharing in the realities, struggles, and burdens of
service planning. Leslie shared,
I think it shares the burden when [...] collaborating, right? Like, when I say share the burden, I
mean, share the burden of ideas, share the burden of change, share the burden of thinking
ahead. You know, it's, it's kind of like we're in this together. And so, we need to be able to work
together to create the best space possible for people in their services.
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Other employees talked about the future of developmental services as one where organizations codesign and co-lead services with service users. For instance, Tara, a service provider shared,
It feels sometimes like it'll never happen. We'll never have this amazing integrated service user
co-designed co-lead organization. We're always going to be stuck in our ways. But if we look
forward 15 or 20 or 30 years, I think we can see a much better future where we are all one team
together to help create communities where everybody belongs.
Similarly, there was a desire from service users to work together with organizations. We heard terms
such as "we're all on the same team"; "it's an equal partnership"; “teamwork”; and a "having a unified
voice." We learned from our conversations with people that service user participation is necessary in
order for organizations and service users to work collaboratively as a team, united in their effort to
create the best possible services. This was clearly expressed by a service user, Maggie when they shared,
What makes it work well is the fact that people are dedicated to a common goal of having an
inclusive place, and that we’re all on the same team at [the organization], so it helps that the
staff and the committee members are all united and committed to the same goal.
Value 5- Respect: Service User Participation Means Respecting Self-Advocates When They say
They Want to be Involved. We heard from service users that developmental services have a significant
impact on their lives so naturally they want to be involved in shaping those services (mentioned by 5
service users and four service providers). Maggie explained this sharing,
I think it’s very important for people to have a voice in the organization, only because it’s a place
where they get support from, so it’s a very important connection to have in their lives [...] they
should have the confidence and should be able to speak up [...] and have a voice about services.
However, there was also a sense that service providers can exercise a great deal of control over service
users’ lives by controlling their services. One service user, Lars, addressed this stating, "It is important
because it's their lives. So then like, that's the main reason why [service users should be participating in
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the organization] cause like you're affecting their lives." Three service users specifically discussed
experiences of being disrespected when service providers disregarded their choices, autonomy, and
input. For instance, Michael shared,
because without those opinions you don't understand the person. [Service providers] want to
understand what it's like being in the shoes of the support person and the struggles they might
be facing. So, if through that feedback, then staff do what they want and then go, ‘Oh, I don't
have to do this’ […] you're not being respected of your opinions or thoughts.
Service user participation was thus perceived to be an important means by which to reduce the control
service providers exercised over service users’ lives and instead provide a way to respect service users
within organizations. Abdul and Andrea more specifically tied service user participation with preventing
disrespect when they shared,
Abdul: Yes, because if we don’t have a say and staff have a say all the time, no one will know
how we feel so it is very important that we have a say and people listen to us and take it on face
value.
Andrea: That way we get disrespected. Um, we could be getting disrespected a lot more if we
don't have our say put in.”
This desire to be present at tables where decisions and plans are made that effect their lives is not a
new desire. Self-advocates coined the phrase 'Nothing About Us Without Us' over thirty years ago
advocating to be part of policy, program, and service planning tables (Radermacher et al., 2010). Our
results demonstrate that for service users in Ontario DS organizations, service user participation is a way
that organizations can respect their desire to be involved. It is a necessary step in respecting advocates
when they say Nothing About Us Without Us.
It was clear from our conversations that service user participation was seen as a means by which
values important to developmental services could practically be lived out in these settings and service
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users themselves desired to collaborate, partner together, and get involved.
Barriers and Challenges
Our interviews and focus groups also explored barriers and challenges that make methods of
participation ineffectual and stand in the way of service users and service providers collaborating in
partnership together. Barriers to effective participation fell under three common themes:
1. A lack of authentic and influential opportunities to participate (lack of opportunity).
2. Exclusion or a lack of support to fully participate (in the opportunities that do exist).
3. Feeling uncomfortable or being unsure of how to participate (not being able to participate once
there).
Interwoven throughout these themes were issues of power and control.
1. Barrier 1: A Lack of Authentic and Influential Opportunities to Participate. Participants
commonly shared that lack of participation can be due to few opportunities to participate in
organizations or a lack of opportunities that are truly influential. One service provider, Diana shared,
If we don’t give people the platform to determine what’s right for them, they continue to be
disempowered. And I think our whole focus is about empowering people. And if their voice
is not heard that’s the number one way to be disempowered.
A general lack of opportunity to participate was attributed to two causes: A) a lack of appreciation and
respect for the contributions of service users and B) a lack of structures and systems to support
participation. A lack of opportunities to participate that were truly influential was attributed to C) a lack
of authentic and influential means of participation and D) restrictive laws and regulations.
A) Lack of Appreciation and Respect for the Contributions of Service Users. Organizational
leaders who do not value and respect the voice and perspective of service users were said to contribute
to a lack of organizational commitment and effort to support service user participation (mentioned by
one service user and three service providers). One service user, Suzie explained, “But some reason the
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government and certain people think, oh, we don't have a voice. We don't have the rights to speak up
and say whatever.” One service provider explained this may be a result of personal biases of leaders
who do not believe service users can provide valuable input about services or a belief that service users
should not be part of service planning. Leslie explained,
I think some of the challenges are our biases and what I mean by a bias is, I just think some
organizations or some leaders within an organization struggle with appreciating that people who
use our services have a lot of common sense as it relates to the services we're providing. And
we're used to telling people what those services are instead of hearing what those services
should be.
A few participants (two service providers and one service user) also reflected that in some cases, service
providers make plans and decisions without involving service users because they believe they already
know what service users want and need. Reflecting on planning at an organizational level, one
organizational leader, Jordan, explained, “Sometimes we plan without paying attention to what people
are interested in. We think we might know best what people want.” Jordan’s reflections are consistent
with Lars’ experience as a service user. Lars expressed a desire that their lived experience be sought and
considered instead of service providers making assumptions they know what service users need:
Cause we're the ones who have lived experiences kind of thing. So, it was like, it's better to learn
from people who have lived experiences rather than who think they know what's going on. Like
what they think they know is right kind of thing.
Regardless of rationale, this lack of commitment to engage service users was thought by participants to
result in a lack of formal opportunities to participate and an absence of shared planning and decisionmaking spaces within organizations.
B) Lack of Structures and Systems of Support. A second attributed cause was an absence of
established structures and systems to seek service users’ feedback and to do so at multiple levels—from
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seeking input on sector wide initiatives, to organizational changes and opportunities, and finally to
program location specific issues (mentioned by five service providers). Some service providers reflected
that historically, developmental services were not designed or offered in collaboration with service
users. Consequently, space was not made to listen to people in planning and decision-making processes
and service user participation was not embedded into organizational processes, systems, and habitual
ways of working. Leslie explained this stating,
I think historically developmental services organizations have really felt they needed to be
everything to everybody and we kind of kept the community out, right […] You know, if the
community wanted to get involved and we’d say, ‘that's okay, we'll do it. We got it. We can do
it.’ And we pushed the community away. And I think the consequence of that is, whether the
community is people who we’re serving or the community in which we provide services, we
haven't left space to listen to people. And that's part of the problem.
One service provider reflected that while there may be a desire to engage service users and they
personally believed it was important, they noted that a challenge that will need to be overcome is the
considerable effort it will take to determine how to include service user participation into pre-existing
decision-making and service planning processes within organizations. Rick shared,
The idea of consulting with a group of people in our strategic planning and engagement with
government, I like that idea. I think we should do it. Now the question is, can we do it? Based on
our current structure and our current habits, I don't know that we can. I think it's going to take a
lot of effort for us to be able to make that change, to be deliberate in engaging because it's
outside of our habits and current practices.
These results suggest that a lack of structures and systems to engage and seek input from service users
at multiple levels throughout the organization may undermine their opportunities to participate.
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C) Lack of Authentic and Influential Means of Participation. Despite organizations offering
varied opportunities to participate, barriers could still emerge if within these opportunities there was
lack of authentic methods of participation that gave service users true influence and instead reinforced
unequal power dynamics. We heard examples from two service users and one service provider of token
participation where service users’ input had less influence or was given less consideration than other
stakeholders and when service users had little influence over what topics they could weigh in on. One
service provider, Kathleen, reflected on this latter point sharing,
So, involving people in planning meetings involving people in support plans, involving people in
their service agreements each year, that works. But again, it's limited to just the subjects that
we're discussing. At that time, it may not encompass all aspects of life or all aspects of things
that [service users] may have thoughts or opinions on.
In another case, a participation opportunity had a multi-tiered membership structure where service
users labeled with developmental disabilities held positions with less power and decision-making
authority than non-disabled service providers or other stakeholders at the table. One service user,
Jennifer, shared,
When I attended [past organization's] board meetings, all I was there, it was just to listen. And
that's it. I was not allowed to vote. [...] I wasn't even allowed to be an actual board member. So
that's, that's a lot of barriers for someone to go through.
Together, these results demonstrate that despite having an opportunity to participate, if those
opportunities grant service users with little ability to influence change or control the feedback agenda,
then their participation can be merely token.
D) Restrictive Laws and Regulations. Three service providers perceived government laws and
regulations and their restrictions on what input and ideas organizations could follow through on to be a
challenge because it limits the scope of influence service users have in changing services. Some reported
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this may lead to frustration and disappointment for service users. One service provider, John, described
this tension stating,
The benefits are if we involve people who use our services in decision-making, then our services
will reflect their preferences and what they wish to accomplish. That's the major benefit. The
challenge is we have rules and regulations and government mandates and budget restrictions, and
sometimes it's just not easy to follow their preferences as it is.
However, service users did not mention this barrier. Instead, three service users remarked that
government and external pressures can limit what changes can be made, suggesting that some service
users are aware and not thwarted by these constraints.
2. Barrier 2: Exclusion or a Lack of Support to Fully Participate. Within the participation
opportunities that do exist within organizations, barriers involved excluding certain people from
participating or providing ineffectual or insufficient support to fully participate. This barrier category
comprises the following related sub-themes: A) Inaccessible participation opportunities; B) Gatekeeping;
C) Struggling with engaging service users whose communication style differed from more common
forms of expression; D) Lack of support from another person; and E) Lack of commitment from direct
support staff and managers. Most commonly noted were inaccessible participation opportunities.
A) Inaccessible Participation Opportunities. Participants shared a sense of disappointment and
frustration when methods of participation were not inherently designed and structured in a way to be
inclusive for people labeled with developmental disabilities (discussed by three service users and six
service providers). Participants explained it was difficult to fully participate when written and spoken
words were not in plain language, there was a considerable amount of required reading, and
participants were not provided the accessibility support they needed to participate (ex. Braille or audio
files, large font, sign language etc.). Other times, participation opportunities or discussion topics were
not explained or implemented in a way that people understood so they were unsure of how to
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contribute or offer their perspective. One service user, Jennifer, demonstrated the impact of these
barriers, explaining,
When we go to a board meeting, some of it was very hard to grasp. If you didn't have someone
beside you that can interpret and explain it to you, then you're like, '...uh'. And they want you to
vote on it, but how can we vote on something if you don't understand the material?
These barriers became particularly problematic when organizations did not think to adjust how they
meet and make plans and decisions together to increase accessibility and ensure everyone can take
part. One service provider, Tara, reflected on the inequity of expecting service users to meet and
participate in ways predicated on traditional ways of knowing, communicating, and decision-making—
practices that privileged non-disabled service providers. Tara cited long, structured meetings, staying
seated, rigid action planning and decision-making processes, acronyms, and other elements of office
culture they saw as potentially exclusionary to people labeled with developmental disabilities. They
cautioned that existing processes may become an unintentional mechanism by which organizations filter
out those who have the privilege to contribute and take part and those who do not. Tara explained,
I don't think it's fair to invite people to come and be a part of something, but only on your terms
in the way that's always worked for you [...] I think we need to be willing to flex and figure out
something that works for everybody. So I think that would be a barrier, that the organization
might say, well, this person won't be able to participate because they won't be able to
participate in this way, but maybe we could find a different way.
B) Gatekeeping. Participants also mentioned barriers connected to access and gatekeeping, which
result in certain people being excluded or prevented from participating (mentioned by four service users
and two service providers). Participants shared this occurs when organizations or support staff assume
certain people are incapable of participating or giving ideas and input, so they are not invited to take
part. One service provider, Kathleen reflected,
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I look at the people that we support and I'm sure everybody could provide some sort of
meaningful feedback, but our perceptions as a person without a disability picking and choosing
who we think would be the best fit for the situation... So again, it's not even just organizational,
it's just…it's still societal barriers when it comes to people with intellectual disabilities.
A service user, Darren, shared their experience observing these sorts of gatekeeping practices:
I wanted to invite some of my housemates to my self-advocacy group […] so I asked my staff and
their staff were like, ‘Oh, your roommates won't understand what that means. And she, she won't
understand what that self-advocacy group means and this and that.’ And I said, ‘you know what,
I'm going to try and do it.’
Gatekeeping in this manner extended beyond support staff to also involve families. We heard that
at times families may not see the potential in their family member and in this case, a person’s support
circle decides they cannot participate. Regardless of who was doing the gatekeeping, labeling people as
incapable of taking part and exerting control over their access to participation opportunities and
decision-making tables was said to be a significant barrier to service user participation.
C) Struggling With Engaging Service Users Whose Communication Style Differed From More
Common Forms of Expression. Sometimes this exclusion was due more specifically to a lack of
awareness of how to engage service users whose communication style differed from more common
forms of expression such as spoken and written word, sign language, or gestures. Three service
providers reflected that it can be difficult to know how to engage people in discussions and to discern
their input. One service provider, Jordan, shared,
One of the other challenges is trying to make sure that we make input accessible for everyone.
So sometimes not everyone uses words to communicate around a table. And so how do we seek
input from all different people—people who sometimes not only don't use words but rely on
other people to help them in making decisions and in helping them to voice their input?
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D) Lack of Support From Another Person. Participants also shared that having no support from
another person to participate (mentioned by three service users and one service provider) or having
support from someone that was unhelpful, unwanted, or unneeded (discussed by two service users)
were also significant challenges. Service users explained a support person might speak for a person
instead of supporting the person to communicate their own perspectives or support staff may take over
the roles, responsibilities, and decisions of service users in the participation opportunity. This barrier is
well demonstrated through the following quotes:
•

When organizations have self-advocate groups going, I like to see more action from the selfadvocates. Cause it should be about their group, not the advisor or the staff. And I find that
some advisors takeover. I've been told that myself when I did a workshop and it’s like, no, it's
not about them. It's about self-advocates doing the advocating for whatever the group's about.
And so, I’d like to see something like that get a lot better. -Suzie, Service User

•

I would say if there is going to be a barrier it would be that someone who does need a little bit
of extra support to participate not getting it. Whether it be a friend or family member, a staff
agency support, whoever because it can come in different forms. It does not always need to be
staff support. It can just be anyone who is willing to help out—to help that person achieve their
goal or help them achieve what they want to be done. -Lori, Service Provider
E) Lack of Commitment From Direct Support Staff and Managers. Two service users also

discussed difficulties sharing input when managers or direct support staff are not committed to service
user participation in the same way that organizational leaders are. In these examples, we heard that
managers or direct support employees may not listen or give service users’ input due consideration, may
think their own ideas are more valid or important, and may not bring service users’ input and ideas
forward preventing service users from contributing their perspective and expertise to decisions being
made. Abdul shared their experiences in this regard,
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But then sometimes the managers don’t respect us—the managers in the community.
Sometimes they will take our opinions and say, ‘okay, okay’ in front of us and then not take it to
face value and then come up with their own ideas and bring it the CEO and then the CEO and
other top people in the company make a decision. I think that is wrong and very disrespectful to
the individual and the company.
3. Barrier 3: Feeling Uncomfortable or Unsure of how to Participate. The last set of barriers
and challenges were associated with feeling uncomfortable or unsure of how to participate. This barrier
category is composed of the following four sub-themes: A) Fear of ‘getting in trouble’ for speaking up; B)
Lack of confidence in using gifts and skills; C) Interpersonal conflict; and D) Past experiences of not being
heard.
A) Fear of ‘Getting in Trouble’ for Speaking up. Five service users shared it was common to fear
‘getting in trouble’ for speaking up. One service user, Darren, shared, “I'm kinda nervous when it comes
to advocating because I'm kind of new at this and like, you know, I know I can speak up but I'm afraid I
am going to get in trouble for speaking out.” Two service users alluded to issues of disempowerment
and unequal power dynamics between service users and service providers. They felt this led to service
users feeling intimidated to share input and ideas with employees or organizational leaders. One service
user, Bob, described this by saying, “people we support get intimidated speaking to upper brass because
they are not the same level we are and they feel more comfortable talking to us [the service user
advisory council] and I'll bring the issues up to the board.”
B) Lack of Confidence in Using Gifts and Skills. Other service users were said to lack confidence
in their gifts and contributions, feeling too shy to take part or speak up (mentioned by four service
providers and one service user). Service providers believed that some service users do not participate
because they do not see the value of the gifts, skills, and ideas they have to offer (two service providers).
Other times, they wondered if service users were unsure of how they were expected to participate or
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how their ideas and perspective may be of help (two service providers). This was especially so for people
who might be new to a group like a committee or council. These sentiments are demonstrated in the
following quotes:
•

So it takes a while for some of the new members to feel confident to speak up but that's not
different than any other group that you join until you get kind of lay the land you know you
don't really feel a hundred percent confident to speak up right away. - Klara, Service Provider

•

And so, I think, unfortunately for years, people just didn't come...like you've said before, come
to the table. So you didn't get to realize you're having this feeling, ‘I think I have some gifts to
share’- Jordan, Service Provider
C) Interpersonal Conflict. Service users in two interviews and one focus group, and two service

providers, also shared that interpersonal conflict can make it uncomfortable for people to participate or
speak up. In some cases, this occurred when other members of the group had a disagreement. Other
times, this was due to participation opportunities that involved both service users and family members.
We heard that in cases where family member’s opinions differed from service users, service users may
find it uncomfortable to share their ideas or perspective or they may feel their perspective is
overshadowed by their support circle’ opinions. This tension is reflected in one service user’s (Adam)
comment,
I believe it's important for the members who have a say, because they want to have their own
freedom and they just want to speak on their own lives […] So when it comes with families that
don’t have the opportunity to say what’s on their mind and that the parents and or grandparents
inject their say then for the members themselves it feels like they are not being heard.
D) Past Experiences of Not Being Heard. Another reason service users may feel uncomfortable
participating if they have felt unheard in organizations in the past. Three service providers and three
service users explained that in these cases, service users may not feel participating is worthwhile. For
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service users this was attributed to a sense of disempowerment due to token participation opportunities
where service users are present, but their perspectives are not heard (perceived as when their
perspectives carry insufficient weight to effect change). This experience is demonstrated in the following
quote from Suzie:
“Yeah. It's always the power […] Again, they should not take the power away from us. We
should keep our power ourselves. And some people, some self-advocates like us, it’s a struggle
because you almost give up and think what's the sense of advocating for yourselves. You are not
being heard. And again, couple of times I thought about it on the [organization’s advisory
council]. I say, ‘excuse me, what's the sense of advocating. We’re just sitting here spinning the
wheels.’
A few service users also shared experiences of being asked to step down and stop participating or being
excluded from future meetings without being given a reason as to why. Andrea shared,
Yeah, so I was a part of something in a leadership role, and then I jumped down and then they
didn't want me back in the leadership role. And I had no idea why…I just dropped out of the
program or whatever, because I was like, ‘well, I'm not putting up with that type of thing.’
These experiences of being disregarded, disrespected, and engaged in ineffectual and token means of
participation that left service users feeling hurt and disempowered, demonstrate that past participation
experiences can weigh heavily on service users’ decision whether to participate in the future.
Facilitators
Knowing what makes it hard to participate in developmental services organizations, what can be
done to overcome those barriers and challenges? Service users and service providers we spoke with
shared what they have observed facilitates effective collaborative partnerships between service users
and service providers in these settings. Often, these facilitators are simply the opposite of the barriers.
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The following section describes what participants shared and is organized under the following three
themes:
1. A supportive and welcoming organizational culture
2. Inclusive and influential methods of participation
3. Committed and supported members (of inclusive and influential methods of participation)
1. Facilitator 1: A Supportive and Welcoming Organizational Culture. In our interviews and
focus groups, participants shared that for service users’ input to have true influence, organizations need
a welcoming environment and supportive organizational culture that values and embraces the
knowledge, gifts, and participation of service users. Those we spoke with shared what they have both
observed and believe works well towards creating an environment such as this. Their descriptions
commonly shared the following attributes and setting features: A) Organizational leaders take a
personal responsibility to champion it; B) Actively seeking the input and participation of service users; C)
Participation at multiple levels, in multiple ways, including continuous participation opportunities; D)
Systems and structures to support service user participation; and E) Demonstrated openness and
responsiveness to input and ideas.
A) Organizational Leaders Take a Personal Responsibility to Champion it. Effective
collaborative partnerships were commonly said to be facilitated by organizational leaders who were
committed to championing the participation of service users (discussed by five service providers).
Participants often associated this commitment with leaders who value service user participation
themselves; when service user participation was embedded in organizational values, principles, and
goals; and when leaders took a personal responsibility to ensure service users were able to participate.
Three leaders themselves shared they felt it was part of their role and responsibility as a leader to
ensure service user participation took place. A senior organizational leader, Leslie, explained, “I think my
job is to make sure that the people who use our services are coming and they are just part of
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conversations.” Collectively, leaders shared examples or described the importance of championing
service user participation by expecting it, modeling it, promoting it, and planning for it. For instance,
Jordan shared, “Sometimes as an organizational leader, I need to tell people, this is what you have to do,
right. So, you can experience the posture change of it all.” Also mentioned was the importance of
leaders being attuned to the missing voice of service users in conversations and plans about services.
Three leaders shared it was their responsibility to stop conversations and refuse to move forward when
service users were not present at organizational service planning tables. These same leaders stressed
the importance of making it a requirement that service users are present or providing input during
discussions, plans, and decisions about services. One service provider, John, shared,
It won't take much. It's simply giving a seat at those tables where major decisions are had. Just
give the person supported a seat. So, it just takes a flexibility on us to just say we're not going to
proceed with major change if we don't have a person supported and they give us input. Once we
establish that and it's become part of our principles, then we will do it.
Considering these results in light of some of the barriers to participation suggests that service providers'
biases, assumptions, values, and perceived responsibilities may influence whether opportunities to
participate are provided and championed within an organization.
B) Actively Seeking the Input and Participation of Service Users. Effective championing of
service user participation appeared to be associated with a resulting organizational practice of actively
seeking the input and participation of service users. Four service users and seven service providers
shared examples that demonstrated initiative and effort on the part of organizational leaders and senior
managers to involve and hear from service users. Actively seeking their input and participation was
commonly evidenced by providing opportunities for service users to participate (e.g., board
membership, advisory councils, organizational committees etc.), personally inviting and encouraging
service users to take part, and actively reaching out to seek their input on specific topics through such
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means as leadership attendance at service user advisory council meetings or establishing a schedule by
which the advisory council reports priorities, input, and ideas to organizational leaders and the board.
One service user, Jennifer, spoke to this level of engagement,
Anytime that [the organization] is doing anything, they always encourage…ask people [i.e., service
users] what do they think… if there's anything that needs to change. Or, if we need to decide what
we're not doing right, how can we do it better? How can we improve?
C) Participation at Multiple Levels, in Multiple Ways, Including Continuous Participation
Opportunities. Also evident in this active approach was an embeddedness of participation opportunities
throughout the organization. Each organization we spoke with offered multiple ways for service users to
participate at multiple levels of the organization. This included ongoing and regular input and
participation opportunities such as board membership or advisory councils. Participants themselves
identified this breadth of participation as important (discussed by four service providers, three service
users, and in both focus groups). The diversity in participation opportunities were perceived by some to
allow people to take part based on their skills, strengths, and preferences resulting in a more accessible
approach to participation. Other participants told us that service users have unique, valuable
perspectives that can help improve the organization. One service provider, Lori, expressed this by
stating,
Having different ideas, different perspectives, different people in all areas really makes a
difference because you're getting ideas and perspectives from all areas to make the best you
know group or organization that you can. I think that's super important, right. That's why there's
self-advocates on our board of directors, self-advocates in our [advisory council], it's in each level.
It’s really important.
Lori also suggested that when service users are participating at multiple levels in the
organization (e.g. on the board, on organizational committees with organization leaders, collaborating
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on communication, policy, or advocacy projects with managers and so forth) there is more opportunity
to influence change. Lori reflected that with service users participating at multiple levels in their
organization, they have witnessed better synergy and alignment on change efforts. Other service users
and service providers also stressed the importance of having the perspective of service users “in all
areas” or “all aspects” of the organization. This, together with seeking continual and meaningful
feedback from service users was said by one service provider to be the key to their success. Janelle
stated,
I think that also making sure that at our leadership level is that there's commitment. And again,
like, you know, through our board of directors, through our leadership level, to ensure that
people's voices are heard in all aspects of our work. So we really shouldn't be doing anything
without checking in with people, right. So, I think that's a really big key to our work. Our key to
making this a big success is really checking in with people in meaningful ways and continuously,
right.
D) Systems and Structures to Support Service User Participation. Another noted facilitator of
collaborative partnerships was systems and structures to support the participation of service users,
welcome their input, and then learn from and act on what was shared (discussed by six service providers
and two service users). Participants acknowledged the importance of establishing mechanisms and
systems to accomplish this at both a program and organizational level in two ways—by offering formal
and structured opportunities to participate and by establishing systems to gather and act on the input
shared through these participation opportunities. We heard that without a structure to support ongoing
engagement with service users, it can easily not happen. Having an established method of participation
where service users are regularly meeting was observed to make it easier for organizations to seek their
input and collaborate on new ideas. One service provider (Tara) witnessed an increase in engagement
with service users following the creation of an advocacy group where service users were regularly
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gathering. Leaders and managers began attending their meetings to seek input and ideas on specific
topics whereas before the advocacy group was established it was difficult to pull service users together
in order to discuss these topics. Similarly, one service user attributed the effectiveness of seeking input
from service users through program meetings to the fact that it was more organized (Abdul). Still,
another service provider shared that without a formal and existing method of gathering timely input
from service users, their organization has been unable to share input from service users in sector
feedback sessions as they have seen done by other organizations, suggesting that a mechanism was
needed for this purpose (John). Each of these experiences are reinforced by the observations of one
service user, Michael who suggests that formal structures of engaging service users and gathering their
input are an important part of making service user participation work well: “Being part of those groups
and having that structure and being active, it's showing that the services do work well when things are
put in place…and it's just listening to the feedback.”
Beyond offering formal and established methods of participation, were systems at the leadership
level to consider and act on ideas and input gathered through these methods of participation. Service
providers shared it was important to establish ways for service users to bring their ideas and input to
organizational leaders, processes for reviewing these contributions at the leadership level, and to make
integrating the perspectives of service users a formal part of decision-making processes. Some examples
included establishing a schedule of meetings whereby service user advisory councils would attend
leadership meetings and share reports on the priorities, ideas, and issues of service users; formal
methods of seeking input from service users before meeting with government or responding to their
requests for information and feedback; or setting standing time on board agendas for advisory councils
to bring forward ideas, advice, and input. Other leaders spoke about the need to have a scheduled time
to review the results and outcomes of service user participation and to develop a yearly report of service
user feedback and participation. Diana explained,
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I think [service user participation] takes a commitment from our organization. I think it takes
planning and organizing what those feedback and discussion opportunities could look like […] I
think we need to report on them and learn from them. So there needs to be a scheduled time to
do that. I think it has to be built into the framework of how we provide services.
E) Demonstrated Openness and Responsiveness to Input and Ideas. The last attribute
associated with a supportive organizational culture were organizational leaders who have
demonstrated they are open and receptive to input and ideas, thoroughly consider what is shared,
and are willing to take action in response. Three service users and four service providers recognized the
importance of building a foundation of trust through a track record of listening and responsiveness to
input. Service providers believed that demonstrating they are truly listening and authentically
considering the input they received encourages service user to speak up. One service provider, Ella
shared the importance of this stating, “They’re comfortable in speaking because we’ve built that trust
and they know we’ve proven that we’re going to listen. So, I think building that trust, having that
relationship definitely helps.” Service users tended to agree, telling us they are more willing to take part
when leaders and employees are open and receptive to feedback, and they can trust it will make a
difference. Bob, a service user shared, “the things that make it work well, they’re listening to us better
and they try to fix issues better." Additional facilitators that help to resolve service users’ perceptions of
not being heard (discussed in the barriers) are addressed in the following section—as resolving this
barrier was suggested to be equally dependent on methods of participation that enable service users to
truly be heard on important topics.
2. Facilitator 2: Inclusive and Influential Methods of Participation. While a supportive
organizational culture involved regularly engaging service users in multiple different ways in the
organization, within this variety existed methods of participation that engaged service users in
collaborative service planning, shared leadership, and participatory decision-making. Our results showed
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that these formal and influential methods of participation were an important part of collaborative
partnerships and in some cases, were preferred by service users. These methods were said to include
the following setting attributes, which collectively demonstrate the importance of inclusive and
influential methods of participation: A) Shared decision-making power and influence; B) Formal methods
of participation integrated Into organizational planning and decision-making processes; C) The method
allows service users to be truly heard on important topics; D) Service user representatives are engaged
in face-to-face discussion and collaboration; E) The method of participation is accessible; and F)
Participation is supported through equipping and capacity building; and G) The group is caring and
supportive.
A) Shared Decision-Making Power and Influence. Consistent with the belief that service users
offer an equally valuable perspective and expertise, the collaborative partnerships our participants were
engaged in shared decision-making power and influence with service users. We heard examples of
people using services and employees or board members participating together as equal members of
organizational boards and committees. In these cases, everyone was said to have the same power to
influence change through having an equal say on decisions, an equal opportunity to bring ideas, input,
and agenda topics forward, and the same consideration given to their perspectives and knowledge. One
service provider demonstrated the link between formal participation opportunities such as these—
where service users and service providers collaborate together as a cohesive team, and more equal
power relationships. Ella explained, "There is no difference in the way that service users are invited or
treated or participate than how the staff members are. So [co-design] is, as much as it possibly can be,
an equal platform to have a voice." Another service provider reflected that collaborating with a service
user to co-teach training took what was previously a hierarchical staff-service user relationship and
equalized it. The following quote suggests that in some cases, through working in collaboration with
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service users where each holds an equal role and influence, there is opportunity to redistribute power.
Tara shared,
It was really good for me to learn to have a relationship with somebody that wasn't that
imbalanced support-needing support, but just two independent people that support each other
in different ways. And I realized that he did a lot of things to support me while we were
traveling, and I did some things to support him. And so it was a mutual relationship and that was
really good. So, I think co-teaching with people or the more that service users are involved with
co-designing and doing things alongside staff, we will learn to have better relationships that are
more like codependent or interdependent as opposed to one person is dependent and the other
is the support staff.
Power dynamics in the participation model was also thought to be mediated by some with the
percentage of service users participating in the model and whether this membership was well balanced
among the other stakeholders. Service users described feeling uncomfortable and fearful of speaking up
when there are more staff than service users present, alluding to the difficulty of speaking up when
power is unequally distributed in the room. One service user, Suzie, explained that a more balanced
membership helps participation, stating,
And be able to not have so many staff in the room because I find sometimes when a lot of staff
[are] in the room, more than individuals, then we don't speak up because we're nervous to speak
and thinking you're going to get in trouble. We shouldn't have to feel like that we're on pins and
needles and not be able to speak up.
Similarly, a service provider noted it was a barrier that less service users were participating on a
collaborative committee than had been before, and another suggested there should be more than one
service user on organizational boards because there is “courage in company.” One service user, Luke,
shared this sentiment stating, “Having like Malynne and Jesse there, I've known them for a while, like
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friends. It makes me feel more comfortable and more or less stressed out to talk,” further
demonstrating the benefit of a more balanced membership. Together these findings demonstrate the
importance of methods of participation that incorporate shared decision-making power and influence
through an equal and balanced representation of the voice and expertise of service users and an equal
consideration given to their knowledge and perspectives.
B) Formal Methods of Participation Integrated Into Organizational Planning and DecisionMaking Processes. In addition to sharing power, the methods of collaborative service planning, shared
leadership, and participatory decision-making described by participants were all formal and consistent
methods of participation. In other words, they were not ad hoc methods of seeking input sporadically
throughout the year or open methods of feedback that service users could take part in at will. Instead,
they were formally established, regularly meeting, and had an internal structure that included roles, a
schedule of meetings, and infrastructure of support. Additionally, these methods were all connected
and engaged in processes of decision-making and/or service planning. This included membership on the
board with full voting rights, advisory councils that collaborated on advocacy or service planning with
organizations, co-design teams that developed strategic plans, and equal membership on committees
that made decisions and recommendations related to services. Participants themselves identified the
importance of formal and consistent methods of participation. As will be discussed in the benefits
section, formal and consistent methods of participation were thought to provide a platform to represent
the perspectives, interests, and experiences of service users (shared by 7 service users, 5 service
providers) and in doing so, provide an equal “playing field” to contribute input and ideas in the
organization (3 service providers, 1 service user). These methods were seen by service users and service
providers to neutralize power imbalances between organizations and service users, bringing the voice
and perspective of service users to the table on an equal footing and engaging service users equally in
decision-making. Considering this and the results shared above, it might be suggested that formal
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methods of participation are a supportive structure that helps to facilitate shared decision-making
power and influence. These results are well demonstrated by the following two quotes:
Kathleen (service provider): Having [the committee where service users are equal members] has just, it
made us better and more aware of what we can do to help, you know, essentially level the playing
field.”
Kaylagh (student researcher): What do you mean by leveling the playing field?
Kathleen (service provider): Well, because of the fact that you know, oftentimes staff are seen as people
in a position of power, right? So, you know, when you've got the decision makers are like, oftentimes
the staff, when in reality, the decision makers should really be the person supported or their advocate
when it comes to these kinds of decisions. So there is a level of accountability that kind of helps,
equalize that power imbalance.

Bob (service user): In my opinion what the self-advocate council does with the organization has help
people we support have a voice and, and then we try to make the playing field eyeball to eyeball.
Doesn't mean I look different. Doesn't mean you’re higher than me. We tried to everyone to look equal,
even staff.
C) The Method Allows Service Users to be Truly Heard on Important Topics. Another important
feature of collaborative partnerships was the integration of methods of participation that welcome
service users’ ideas and perspectives on important topics in such a way that they feel ‘heard.’ Not only
did this address barriers of feeling unheard in the past by setting a new standard going forward, but it
also helped ensure service users' contributions and input had true influence. Fourteen service users
talked about the importance of being ‘heard’ and collectively shared they felt heard when their input
was truly listened to, considered, trusted, and action was taken in response. For instance, one service
user, Suzie reflected on the importance of being heard and connected that to making a difference,
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sharing, "I guess my point is what makes it work well is that self-advocates are being heard and we're all
working together to make the difference. And we come up with different ideas. That's what makes it
work well." Still another (Michael) shared the importance of seeing an ‘end-result’ after being listened
to, stating, “it's the feedback that people give that helps shape that organization. And it's good when
you have that feedback being listened to and you see that end result.” Other service users also
associated being heard with resulting action or seeing change. It may be so that when service users say
it is important for their voices to be heard, what they really mean is it is important that there is follow
through on the input they share. If so, these responses may allude to the importance of methods of
participation that are an effective means of both being heard and effecting change. This possibility is
reinforced by one service provider (Ella) who shared, “I think there’s a sense of achievement with some
of the service users that I spoke to that have had a voice at some of these tables and knowing that they
felt heard and can see the direction and the action.”
Feeling heard was also associated with being taken seriously. One service user (Abdul) explained
that it was important organizations trusted service users were capable of sharing their perspectives and
their perspectives are trustworthy. Other service users explained they did not expect that all input and
ideas would be implemented, and they understood if organizational leaders had to make a decision that
differed from their input (Maggie and Luke). What they wanted was an open decision-making process
where the reasons their input could not be implemented were explained. Implicit within their
descriptions was the desire for a method that allowed service users’ perspectives to be seriously and
transparently considered on important topics as one service user, Maggie, explained, “we all have the
same common goal, that we want to pursue inclusion, that we all want to have a voice for important
issues.” When we asked focus group participants what topics they would want to have their voice heard
on, it included important topics around service offerings and provision, service improvement, and future
directions for the organization and government. These included:
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Services and programs the organization offers or may offer in the future.

•

Where they live and who they live with.

•

How they spend their time.

•

What the organization advocates about with the government.

•

How staff treat service users.

•

How things are run at the program they receive services from.

•

How managers are performing their roles and responsibilities.
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Collectively, service users also wanted to have a part in all aspects of the service delivery cycle from
suggesting and designing services, collaborating on designing solutions to problems or new challenges,
to evaluating services, suggesting improvements, and advocating with government. Together these
findings suggest the importance of service users speaking into and being heard on important issues
through methods of participation that are intended to lead to action and change.
D) Service User Representatives are Engaged in Face-to-Face Discussion and Collaboration.
Service users who participated in the focus groups agreed they preferred face-to-face methods of
participation (either virtually or in person) because they felt it a more effective means of being heard
and having influence. Some service users explicitly shared they would rather be represented by an
advisory council of service users than complete a survey because they did not know if their survey
feedback would be reviewed, heard by the right people, and action would be taken in response. What
was important to them was knowing their perspectives were heard by the people who have the power
to make things better and they felt in person discussions with organizational leaders would require
some sort of response to their input. Trevor explained,
I don't know if the survey would work because you don't know if they're actually going to go
through with it and put the changes in that they have to make. Like, I had a survey for my bank,
and I don't know what they do with that, right. They could be like ‘he put a survey in’ and not do
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anything. So, if somebody else goes in and advocates for us, at least they hear our voices, rather
than reading the survey.
Indeed, service users and service providers commonly described their organization’s advisory
council as a means by which service users could have their voices represented and heard by
organizational leaders. One service user, Maggie explained, “that’s kind of one of the important reasons
why we have the [advisory council] is for people with special needs to have a voice […] we tend to give
feedback a lot of times to the board of directors.” Another service user, Bob similarly explained that
their advisory council represents service users’ voices at the organization’s board stating, “what this selfadvocate [council] does we talk about issues in the agency, and we try to make them better or develop
some mechanism to make it better. And we have the voice heard to the board.” Bob additionally
believed an advisory council was necessary because it provided a “safe place” for service user to express
their input and concerns, explaining that service users felt more comfortable to share input with fellow
service users versus organizational leaders. Bob stated,
So we have people coming out of the woodwork who are scared to speak for themselves,
cannot speak to upper management because they are intimidated. They come to us and with
the issues and we try to solve those issues. They need a peer factor.
Another benefit of in person participation methods was identified by service providers who felt
that when service users and service providers were collaborating in the same room, service providers
changed their posture and were more respectful in how they spoke and also more thoughtful in how
they planned as expressed by the following quote. Jordan shared,
when a person is around the table together with us who uses services, I know I've seen it,
it's just anecdotal, but I see it change how people who are doing that planning are—how
they think about things, how they describe things, how they engage with each other.
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This is similar to Tara’s experience co-teaching with a service user, which reflects the change in posture
and respect among employees when a service user was present. Tara explained,
It was really interesting to teach the courses with a service user in the room. It would
change the whole feeling of the classroom. The way staff talked about your work changed.
They were much more careful to use respectful language to keep confidentiality because
they knew that there was a service user listening.
Collectively, these perspectives communicated that service users found in person representation a more
effective means of being heard. Thus they valued opportunities where service users could be present at
planning or decision-making tables communicating the interests, input, and ideas of service users
through in person discussion and collaboration. Equally beneficial was the sense of accountability in
person collaboration brought to these planning tables resulting in more respectful and thoughtful
conversations and plans. Advisory councils with representation on the organization’s board were
commonly believed to be an effective way to accomplish this.
E) The Method of Participation is Accessible. The methods of collaborative service planning,
shared leadership, and participatory decision-making participants were engaged in strived to ensure
participation was accessible for people labeled with developmental disabilities. This included ensuring
the content of discussions, presentations, and written materials were understandable by using plain
language and avoiding acronyms. Service users also found it helpful when complicated materials or
concepts were explained to them ahead of meetings (so they had time to consider their input) and
service providers discussed breaking concepts and ideas down into more understandable components
and encouraging service users to speak up when something was not understood. Also mentioned was
using large font, providing audio or video versions of documents, using braille, speaking loudly enough
for everyone to hear, and being mindful of colour contrast for people with low vision.
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It was pointed out though, that often a more tailored approach was needed in order to
accommodate participant’s specific accessibility needs. By proactively taking time to learn and
accommodate each member's individual accessibility needs, organizations were said to better enable
service users to more fully participate. This required a willingness to be flexible and adapt processes and
materials in order to support their participation. One service user, Suzie, credited their ability to
participate and contribute in part to these accommodations, explaining,
Even like when we're on zoom meetings and that if the president or the coordinator wants to
share something with us on the screen, I’ll say can you enlarge the print for me because that
way I can see it and take part.
Other service users also shared examples that demonstrated the importance of this approach. One
service user, Lars, shared it was helpful when board members gave them time to process and
communicate their ideas, explaining,
And then they let me, like you guys are doing, let me take the time to express what I'm trying to
say, kind of thing. It's also like, as you can tell, sometimes it takes me a couple of minutes to say
fully what I want to say […] like they'll let me process my thoughts kind of thing. They won't rush
me kind of thing, which is a good thing, which I like.
Another service user shared it was helpful when organizational leaders were responsive to their
accessibility needs, proactively suggesting strategies of accommodation. Suzie shared,
They had set me up closer to the front of the boardroom area. Cause the main person would be
the speaker, which is the president, and that so I could hear. But also, they told me to move
around because it is a fan over my head. The fan interferes with your hearing aids. They knew I
couldn't sit against the window. I had put my back towards the wall to be able to hear. And so in
that case, they were very good with me on that.
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Most notable was an organization that offered a resource room of tools and software that allowed
people to develop customizable augmented communication tools and visuals to support people to
express their input and ideas. Together, these findings allude to the need for a very personalized
approach of accommodating each participant’s individual support needs and flexibility on the part of the
organization to offer information in diverse ways so everyone can take part.
Another related facilitator was an organization’s willingness to be creative and adjust how they
plan, make decisions, and seek input so everyone can participate. A number of service providers
discussed offering participation opportunities in diverse ways so people can find a way that works for
them. Participants shared this could involve going on a walk instead of having a meeting to hear
people's input and using photos and images instead of the written word. In other instances, this could
involve changing how established groups meet and work together and instead finding creative new ways
of collaborating as demonstrated in the following quote. Tara shared,
They may need to readjust how they run those meetings. [It] is hard for some people to sit and
focus for two hours. So maybe some of the meetings need to not be sitting in a room. Maybe they
need to be walking around having the conversation or they need to be broken into smaller chunks.
I think the organization will need to get a lot more creative in how they meet. I don't think it's fair
to invite people to come and be a part of something, but only on your terms in the way that's
always worked for you. If it doesn't work for them […] you need to be a little more flexible.
Often these adjustments were associated with finding creative and inclusive ways to engage people who
may not communicate with words or gestures easily understood by others. Service providers commonly
acknowledged the importance of this, but also the difficulty in doing so. Together, service users and
service provider’s responses on accessibility suggested that inclusive methods of participation involve
ways of engaging and accommodating all people to participate and contribute their experiences and
input.
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F) Participation is Supported Through Equipping and Capacity Building. The methods of
collaborative service planning, shared leadership, and participatory decision-making participants shared
with us had built in training and equipping components. The goal of these activities was to build service
users’ capacity to participate so they could make informed decisions and offer relevant input. These
activities included training on how the model works, roles and responsibilities for members, how to
present information, and how to present oneself, along with providing a mentor to guide new members
and answer their questions. This also included ensuring service users have the opportunity to learn
about the topics they are weighing in on, in addition to the laws, regulations, and legislation that impact
those topics. Jordan shared, the importance of...
helping everyone around the table to always realize the tensions that exist. We're accountable
to legislation, to laws and regulations, and the Ministry of Children, Community, and Social
Services. And so it's just simply helping everybody to always understand all of those different
things.
Jordan further explained why this was supportive, sharing,
Because I had to learn all kinds of things about how the government works and how the budgets
work and how our different laws are in place and all of those things. And as I learn more of
those things, I'm able to talk about, well, what might we be able to do in the midst of those
things? Or what could we do to change some of those things?
One service provider also stressed that this equipping should not be a means to gatekeep or exclude
people deemed not ready to participate. Instead, they expressed that learning happens through the
experience of participating and having things explained and taught to you. It is not learning in order to
participate but learning in order to participate well.
G) The Group is Caring and Supportive. A caring and supportive group was commonly
mentioned as an important facilitator of the methods of participation participants shared with us
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(mentioned by 5 service users and 6 service providers). This was described as when fellow group
members supported each other and new members to feel comfortable to speak up, made sure everyone
had a chance to be heard, and respected each other’s point of view and ideas. Maggie described their
advisory council in this way, “what helps is we’re all very understanding of our fellow committee
members. we want to encourage them to use their voice and they can speak when they want to speak,
we don’t pressure them if they don’t want to.” Service users also noted that employees who support
and facilitate the participation model should be caring and supportive. This was described as when
employees were kind, supportive, and respectful; when they have built trust and rapport with members
so they feel comfortable and safe sharing thoughts and ideas; when they are open and receptive to
feedback; and when they encourage and equip service users instead of taking over their roles and
responsibilities. In some cases, the group's guidelines and policies included a responsibility for members
to be kind, supportive, and respectful. One service provider, Lori, reflected on their organizations’
advocacy group sharing,
Everybody supports each other to make sure that everybody has an opportunity to be at the
meeting, equal opportunity to speak, making sure that everybody has their say in their turn,
respecting each other…that's kind of a responsibility that [the advocacy council] has come up
with in their guidelines.
3. Facilitator 3: Supported and Committed Members. Our analysis revealed that within
inclusive and influential methods of collaborative service planning, shared leadership, and participatory
decision-making were supported and committed members who also facilitated the success of these
methods. The following personal attributes and setting features were thought to foster such
membership and in doing so, overcome common barriers to individual member's participation. These
sub-themes included: A) Service users who are committed to making the lives of people labeled with
disabilities better and the services they use stronger; B) Support from someone to participate; C)
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Members are encouraged to participate and use their gifts; D) Personal accessibility needs are
addressed; and E) There are opportunities to hear from families, but this does not replace hearing from
service users.
A) Service Users who are Committed to Making the Lives of People Labeled With Disabilities
Better and the Services They use Stronger. Our results suggest that service users who are not only
willing to participate and speak up, but who are passionate and committed to seeing change help
service user participation models work well. One service provider, Lori explained this by saying,
I think the reason why it works well is that the group of people that get together, come
together for the right reasons. They come together because they're passionate in speaking
up, having a voice. They are passionate in wanting to see change and advocating for others.
So that's why I think one of the reasons it's been successful.
Service users’ own responses supported this perception. Service users shared a common desire to
ensure the perspectives and voices of people labeled with disabilities were represented and heard. They
told us they were motivated to participate because they wanted to see people labeled with disabilities
treated equally and respectfully and they wanted to help organizations offer the best possible services.
One service user, Lars, shared, “we want to make sure that like we had the best services as possible as
we can.” Suzie explained their motivation to effect positive change, sharing,
Well, for me being part of it, the [advisory council] is because being heard and being able to
speak up and that actions will be taken. Part of being heard and that staff's going to the
government and hopefully things will change in time.
Service users and service providers both shared examples that demonstrated service users’ dedication,
initiative, and tenacity in addressing input and making services better. This included members
confidently voicing their perspectives and ideas, taking a personal responsibility for their roles and tasks
on the participation model, pushing input and issues forward, and a willingness to overcome setbacks
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and work patiently for change. One service user, Bob cautioned, “To be a self-advocate you have to have
a thick skin and lots of patience, things doesn't happen overnight.” Another (Michael) framed service
user participation as serious work, explaining, “when you're in that environment, like you're there to
work. You're there to focus, leave any issues at the door so we can stay on task.” This dedication to the
work of participation was expressed often by service users with many referring to their participation as a
job or role. One service user, Bob passionately shared, “to be a self-advocate its important because be
the voice for people who cannot speak for themselves and being a self-advocate is not a joke, it a real
job and it’s a real honour.”
B) Support From Someone to Participate. The methods of collaborative service planning, shared
leadership, and participatory decision-making participants were engaging in were also said to be
facilitated by members having moral and practical support from a support person to participate (e.g.,
family, employee, mentor, fellow board or committee member etc.) (mentioned by seven service users
and four service providers). Two service providers alluded to the benefits of that person valuing service
user participation themselves. Lori explained,
“So the biggest thing that can really make someone successful is the support. […] I’m thinking
about in [advocacy council], their parents are super supportive, super involved. They have
agency support that are amazing support staff that don't even just help them participate in [the
advocacy council], but they participate in [the advocacy council] themselves. They are just
passionate about it as well, right. They care about the success of the member, they care about
the success of the group, and it just makes that much difference.”
Other participants shared examples that depicted how support from another person facilitates
participation. We heard that a support person can help people communicate ideas or provide input
(e.g., complete an online survey, join a zoom call, or express opinions and share experiences etc.). A few
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service users shared that employees or board members have helped them prepare for meetings by
reviewing and explaining materials and answering questions. For instance, a service user, Lars, shared,
Say if I have a problem with one thing, like just say, um, topic B there's a whole bunch of stuff
that I don't understand. I can talk to the executive director or whoever and say, can you please
explain this to me beforehand? And then they will go over it and then she'll help me that way.
Service users also commonly explained that support people have encouraged them to participate and
speak up or have helped them to feel comfortable participating in a space. We also heard examples of
support people providing physical support so service users can attend and be present (e.g., support
physical needs, transportation to events etc.). Two service users and three service providers alluded to
the importance of service users being aware of opportunities to participate, acknowledging it as an
important step in ensuring people can take part. Support people were said to help inform service users
of opportunities to participate and prioritize these opportunities by arranging schedules so service users
can attend.
Participant’s examples and descriptions also alluded to what organizations can do to equip
support people to provide effective support. This included keeping direct support staff informed of
opportunities to participate, helping direct support staff to know participation is a priority so they
prioritize helping people attend these events, and being clear on how support people can provide great
support for the person participating in the model. One service provider, Diana explained this by saying,
Making sure that […] direct support professionals that support people value this feedback so
that they, you know, ensure that it happens. […] Making sure that if somebody needs a ride to a
meeting or needs to organize their day around participating in a zoom call or whatever that is,
but our employees need to know and value the importance of this.
C) Members are Encouraged to Participate and use Their Gifts. Service users and service
providers both shared strategies they have observed reduces fear and encourages service users to
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participate and use their gifts. Beyond fostering a space where power imbalances were neutralized
(discussed above), this included personally inviting service users to participate in specific participation
opportunities or when members of the participation model encourage service users to speak up and
share their perspectives. One service provider, Klara reflected on this, sharing,
After everybody has spoken, they'll point out and they'll say you know we didn't hear from
Michelle today or Michelle, do you have something to say? So, the committee just works
together to try to include each other. So just making sure that everybody gets that chance.
We also heard that when organizations share stories of service users participating, let service users
know their input is important and valued, and they thank them for their participation, it raises their
confidence in participating. Service providers also reflected on the importance of being fully present in
meetings—demonstrating active listening and being attentive to service users’ feedback. One service
provider, Jordan shared an example of this, explaining:
There was always one or two [service users] that were quiet. I don't know what may be the
reason for them to be, but maybe it was nervousness. Maybe it was shyness. Maybe they […]
wondered whether or not their input would be valuable or not in the beginning of the meeting
and by the end of the meeting, because of our posture to people, because we were very
intentional to listen, to engage with people, everyone participated in a very meaningful way
throughout the meeting.
Interwoven throughout participant's responses was a perception that these efforts and various
strategies would help service users overcome their fear or nervousness in participating and come to
recognize the value of their contributions.
D) Personal Accessibility Needs are Addressed. The methods of collaborative service planning,
shared leadership, and participatory decision-making participants were engaged in were said to be
effective when they worked to ensure all people were accommodated and supported to participate.
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While these results were already outlined above within the facilitators of inclusive and influential
methods of participation, it is also important to note here that those same results suggest that
supported and committed members have their personal accessibility needs addressed on an individual
basis, so they are able to fully participate.
E) There are Opportunities to Hear From Families, but This Does not Replace Hearing From
Service Users. There was less consensus on whether it was helpful to have family members as part of
the participation method. Some service users recognized the value of family members participating–
believing the collective involvement of service users and families lends more weight and legitimacy to
their input. One service user, Abdul, shared the benefits of this collective power:
We have to have family involved because then I would think it would bring more...if we could
have our families involved as well and we could bring it forward to the higher ups then it would
bring more power to what we are trying to say.
However, other service users were concerned when input was sought from families and not people
using services. One service user, Jennifer, explained they have unique perspective as someone who
personally uses the services. They challenged models that only welcomed the participation or input of
family members, arguing they are the ones "living it" so they should have a seat at the table too.
Jennifer stated, “I think we need to have a voice at the table all the time, not just family. Families can
say whatever, how they feel, but we're living it. Not them.” Another service user cautioned that when
family members “inject” their own ideas and opinions, service users can be left feeling unheard. Service
providers valued hearing from both families and people using services, recognizing their perspectives
are unique. Service providers spoke about the need to respect each perspective and for both families
and service users to have places where they are heard and can participate. Some service providers
spoke of the need to have protected space where service users could participate together without
family members so they could feel comfortable to freely share their perspectives with the organization.
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Together, these results suggest the importance of participation spaces that privilege and prioritize the
voices of service users versus only offering spaces for families to contribute and be heard, a practice that
may have been more common in the past. They also allude to the potential emergence of collective
power when service users and families are collectively participating and advocating for change.
Perceived Benefits
In our interviews we asked participants to share what difference the method of collaborative
service planning, shared leadership, and participatory decision-making has made in their lives, the lives
of other service users participating in these methods, and within the organization. Their responses are
summarized in Figure 2 and outlined in more detail below.
1. For Service Users.
Provides a Sense of Purpose. Four service users and one service provider reported that service
user participation provides service users with a sense of purpose. A number of service users described
their participation as an important role or job. Through it, service users told us they were making a
difference, often working on behalf of those who cannot stand up for themselves–pushing for action
and working for positive change. One service user, Bob shared,
It made an impact in my life because I'm helping all people who don't have a voice to have voice.
To me that is a real important job because most people cannot speak for themselves, and they
trust me to take it...and they trust me to take the ball if that makes sense.
Jennifer also shared how participation in the organization had brought meaning and purpose to their life
as being active as a self-advocate has allowed them to be a role model for other people who use
developmental services. Jennifer shared,
I have been told that I had made so many changes in people's lives and being a role model to
many people. It's been a worthwhile enjoyment of my life. I have been able to do so many good
things for, so, so many people.
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It’s Rewarding and Enjoyable. This sense of enjoyment from participating in organizations and
making a difference in people's lives was shared by other participants who also told us it was rewarding,
enjoyable, and an honour (mentioned by 3 service users and 1 service provider). One service user, Bob,
shared, “The impact of supporting in the board makes in my life, the board, trusts me with everything.
they trust me pushing the organization forward. And I hope it continues because I like helping [the
organization] in any way I can.” They also shared that though at times it may be difficult to push for
change, it was still worthwhile, “self-advocacy is a lot of work, but it's a lot of pulling teeth, but I
absolutely, I love every minute of it.” Another service user, Michael spoke about the relief that comes
from making an impact and effecting change through their efforts:
When we're like making a difference on topics that we've struggled with, and we work towards a
goal and then having that goal met...you feel the relief because you've made that difference. And
it makes the organization as a whole, not just for the [advocacy council], but for members of the
[advocacy council] and the organization itself, it makes them feel good when they've actually
been able to make progress and actually see an end result. That's positive.
It Builds Confidence. These efforts and experiences participating in advisory and advocacy
councils within organizations were reported by some to build their confidence in advocacy, achieving
personal life goals, and in their own gifts and abilities (mentioned by three service users and one service
provider). One service user, Maggie, shared,
It’s made a beautiful impact in my life because I’ve been given the confidence for what I want to
do as an advocate and I’ve been able to do tremendous things with them because I’ve been
involved with them since I was little so, yes, it’s done wonderful things for my life. I was able to go
to college, they helped to give me the confidence to go away to school and they helped give me
the confidence to have my own website, so I’d say it’s been a beautiful impact on my life.
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Similarly, Lars shared how participating in an advocacy group had allowed them to ‘find their
voice’ and build confidence in using their voice, later becoming a member of the organization’s board of
directors and presenting at conferences advocating for positive change. Lars shared,
Before the [advocacy group] I was always like shy. I'm still pretty shy, but like before I was this
guy that would never really talk to anyone kind of thing. Like I would be off in my own little
world, and I hear all the time with the [advocacy group]. Like they really helped me find my
voice kind of thing. And I never forget. And I do recommend anyone going to an advocacy group.
Like to find their voice and everything.
An Opportunity to Learn and Grow. Other service users (three) also reported that their
participation in the organization provided them with both formal and experiential learning
opportunities. While service users described opportunities to take part in formal training and
conferences where they can learn new skills and perspectives, service users and service providers both
also acknowledged the learning and growth that comes through the experience of participating and
learning about the sector. One service provider reflected that the more often people participate, the
more they recognize their contributions bring value, and the more they learn how to use their gifts
and skills in the participation model. Jordan shared,
When you present at things, when you're participating at the board meetings, when these things
are happening […] you’re getting to know and become more and more confident in your own
gifts. And so, I think, unfortunately for years, people just didn't come, like you've said before,
come to the table. So, you didn't get to realize you're having this feeling, ‘I think I have some gifts
to share’ and you're going to realize [that] more and more and they're going to the blossom—
those gifts are, and we're all going to experience them more and more.
Another service user, Suzie, similarly shared that there is opportunity to learn through the
experience of holding positions and having responsibilities on the participation model:
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We also try not to let the coordinator do the role for us because the way I look at it, if we're
running for these positions, then we should be the ones that do it. And have that responsibility.
And again, how are we going to learn for the experience to do something, if we don't do it and
be able to have that chance to do it. So, like I said to them, if we're gonna run for a position, let's
do it. And so right now [on the advocacy council], most of us are doing the role ourselves and
the coordinator, she just sits there and guides us through it if we need her help. And quite so,
she doesn’t speak for us, we do the talking.
2. For Organizations. Our findings also suggested that service user participation is beneficial for
organizations. The following section outlines in what ways participants felt their models of collaborative
service planning, shared leadership, and participatory decision-making benefits their organization.
Improves the Quality of Services. Participants expressed a belief that service users’ contributions
help to improve the quality of services—both through identifying issues and areas in need of
improvement, and in suggesting ideas on how to make those improvements (mentioned by eight service
users and five service providers). One service user (Bob), shared,
We give ideas to make the services better to the board. And if we don't come to a conclusion, that
is, if we don't at the very first time, we talk to the board again, as a self-advocate council to make
it better for people with support.
People’s unique perspective and lived experience as service users was believed to offer a differing
perspective and raise issues not recognized from the vantage point of service providers (mentioned by
eight service providers and three service users). One service provider, Ella, explained,
I’ve been at this organization for 20+ years and I know I don’t know it all. And that’s a good thing
because that excites me to come back to work the next day and learn more and ask questions and
listen and to be comfortable with somebody telling me I got it wrong so that I can hear that
feedback and make some changes and listen to those suggestions and make a difference.
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Increases Relevancy of Services. At times, service providers also associated service users’
involvement with offering more relevant services—services that were appealing, applicable, and
attended (shared by 8 service providers and 3 service users). One service provider, Rick shared,
So I think one of the big benefits of having people that use their services collaborate and be part
of planning and decision-making is that we're going to actually plan things that people want.
We're going to decide things that people want and it'll help us to be relevant.
Some service providers emphasized the necessity of this, acknowledging that if services are not relevant,
then service users many stop attending programs or leave services. One service provider, Leslie,
explained,
Everything we do can be so much better when we listen to the people who are using our
services, because we're hearing honestly about what those services are. Like I said, we might
think we're doing a really good job on something, and we might not be doing quite such a good
job on it. And if we want to keep doing it, then we better make it something people want or
people will leave.
Informs Plans and Results in Better Decisions. The unique perspective of service users’ lived
experience was thus thought to result in better informed plans and decisions (mentioned by six service
providers and one service user). At an individual support level this was said to inform people’s direct
support, including what services they want to receive and how those services were provided. At an
organizational level, service users’ involvement was said to provide direction to strategic plans and
future services. One service provider, Sandy, explained,
Without that information from people, we don't know how to make adjustments to our mission,
vision, values. We don't know how to make adjustments to where we see the organization in
five years. And what are the priorities for people that you serve? If we don't ask you, how would
we know that kind of thing? So, it's very influential.
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Maggie, a service user, shared the belief that collaboration resulted in better plans and decisions as
demonstrated in their reflections on the impact of their service user advisory council. Maggie shared,
I feel like the agency benefits a lot from [the advisory council] committee members to have that
extra voice in the decision-making and that it really helps [the organization] to know what the
clients and what people being supported think about what’s going on with the bigger picture in
the agency.
Encourages More Empowering Approaches to Service Delivery. Service user participation was
also thought to affect organizational culture (discussed by seven service providers). Service providers
commonly reported that methods of collaborative service planning, shared leadership, and participatory
decision-making led to changes in organizations’ approach to service delivery—encouraging a culture of
self-direction, inclusion, and respect for service users’ choices. Three service providers reported that
these methods had an immediate effect of providing a practical way for organizations to plan and
deliver services with service users opposed to for them. For instance, one service provider, Klara shared:
Well I think it goes back to the culture that we want to hear from the people that are actually
receiving the services to find out what they want. So, I think that [the advisory council is] a
group of people that represents […] the adults’ voice. I think that just you know not making
decisions for people but making decisions with people. So, it’s all about what the person wants
and making sure that we are providing services that way.
However, these methods were also thought to have secondary benefits as some service providers
shared the impression that through service users’ participation in these methods, a culture of selfdetermination was modeled and fostered across the organization (mentioned by 5 service providers).
This was said to have the beneficial effect of transitioning personal service delivery from approaches
premised on doing things for people towards an approach where services are led by people. One service
provider, Sandy described this impact stating,
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From an organizational perspective, I think that [the advocacy council has] really driven change
in how we use to do service and provide services. A long time ago, there was a lot more that we
would do for people, and now we do that with people or that we don't do it at all because the
person can do it themselves.”
Garners an Appreciation and Respect for the Voice and Contributions of Service Users.
Additionally, this modeling was thought to result in garnering an appreciation and respect for the voice
of service users in shaping services as one service provider, Leslie explained, “I think what we then begin
to see is right across the organization, a greater appreciation or respect for the voice of the people who
use our services […] to be able to shape our services.” Other participants also shared the notion that
service user participation had the benefit of shifting employee and community perceptions on the value
of the contributions of people labeled with disabilities (mentioned by four service providers and one
service user). One service provider, Jordan, explained,
When people are involved in helping us to think about what has to happen in the organization,
part of helping us to plan and make that happen in the organization, helping to get feedback on
whether or not it's meeting the mark, it not only changes for better services, but it changes us in
realizing everyone's value and everyone's contributions.
One service user supported this concept by suggesting that in their opinion, service user participation
does reinforce the value of service users’ contributions. Lars explained,
I think it's really important because it shows that like they care about […] what we're thinking
about, how we view ourselves, like how we’re viewed. It shows that they value what we have to
say and values how they feel about us too.
Promotes Less Restrictive and More Respectful, Rights-Based Approaches to Service Delivery.
Also commonly mentioned was the effect these models of participation had on promoting dignity of risk

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

101

and bringing a more balanced approach to supporting people’s life choices while also providing
responsible and safe services. One service provider, Tara, reflected,
I think if service users were involved with all of the decisions, they might be able to be a better
balance. I think it would help because sometimes I think organizations are too focused on safety
and not taking too many risks, but that can kind of make people feel a bit trapped because
they're not allowed to try new things and take risks.
This perception was supported by two other service providers who reported that their methods of
collaborative service planning, shared leadership, and participatory decision making had led to a shift in
service delivery towards less restrictive and more respectful, rights-based approaches. Sandy shared,
Rights restrictions is a key piece. It is very easy for us to say, well, it's not safe. There are
many things that I do in my life, that aren't safe either or good for me. If I wanted to drink or I
want to smoke, I'm a smart person and I know that that's not necessarily healthy for me, why
shouldn't I be allowed to do it? And when you are supported by an agency, those decisions were
made for you. I find with the [advocacy council] and getting information from service users,
they're saying ‘that's not right, It's not fair, and it's illegal. Actually, you can't do that. You're
taking my rights away.’ I think that those are the ways that we've seen some really big changes
in the organization. It doesn't mean that staff were doing those things to be mean and unfair.
They were doing it with the intention to be helpful and keeping people safe. We now recognize
through the [advocacy council] and true feedback from service users to say, ‘I get, you want to
keep me safe, but I do understand the risk and I'm willing to take that risk, so you have to
respect and honor that some of the choices I make may not be the healthiest for me or the best
decision, but I'm still going to do that anyway and you have to respect and honor that.’
Three service users themselves spoke about advocating for service users’ rights describing that part of
the impact of the committees and council’s they are a part of has been to stand up for service users’
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rights through such means as establishing a service users’ bill of rights, speaking up and advocating
when rights are not followed, and participating on rights committees. One service user, Andrea,
explained, “we could be getting disrespected a lot more if we don't have our, our say put in.”
Results in More Informed and Impactful Advocacy. The benefit of service users’ advocacy
efforts extended beyond organizations. Participants shared that service users’ experiences can help
organizations learn which government programs and policies need to change, thereby informing
organization’s advocacy efforts (mentioned by three service providers and one service user). Indeed, we
heard multiple examples of organizations and service users collaborating together on advocacy—both in
developing a platform of issues and in bringing these issues forward to government. This ranged from
advisory council’s developing shared advocacy strategies with organizational boards, to contributing to
letters and responses to government, and to joining meetings with MPPs and city officials to represent
what is important to service users. This collaboration is well demonstrated by this quote from Bob, a
service user, “self-advocates help a lot of things with the government, and we bring a lot of issues to the
board, and the board brings it to the government and sometimes they take me to push the issue even
further.” Jennifer touched on service users’ role in advocating, explaining,
We talk about stuff like that with the board and council. We write letters to the government and
things like that to ask for changes because the government won't know what's going on. Well, I
think they do know what's going on, but they don't care, but we're speaking up and saying, no, it
needs to get better. And we need to have things more inclusive.
Implicit within participant’s responses was the perception that service users identify relevant issues
based on their own lives and experiences. Our findings also revealed that some participants believed the
collective voice of service providers and service users is stronger, more impactful, and carries more
weight (shared by 3 service users and 2 service providers). Some shared that service users’ experiences,
stories and perspectives help the government to better understand the issues that need to be
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addressed. Others believed government was more open to and interested in the opinions of service
users.
Provides a Platform to Represent Service Users Voices and Perspectives. One of the more
commonly mentioned benefits though was that formal methods of collaborative service planning,
shared leadership, and participatory decision-making provided an established platform from which
service users’ perspectives, ideas, and experiences were represented (shared by five service users and
two service providers). Participants spoke specifically about the benefits of having formal methods of
participation in the organization. For instance, advisory or advocacy councils were seen as a means by
which service users’ voices are heard in organizations and this platform was said to improve services.
One service user, Maggie, shared, “I think it’s made services a whole lot better only because[...] we have
committee members on the [advisory council] that are able to let our voices be heard.” These and other
formal methods of participation were seen to provide a platform to bring forth the ideas and opinions of
service users on an ‘equal playing field’ as service providers whereby their input held equal space at the
decision-making table (shared by four service providers and one service user). For instance, one service
provider shared how an advisory council was able to represent service users on an equal footing as the
organizational board of directors. Klara shared,
So [the advisory council] is a group of people that represent people that receive services, and it
is a committee that gets together and talks about some of the challenges or some of the visions
they may have for the future. And then they have a direct link to our board, so they report to
the board what they think is important or some of the things that they want to bring to the
board's attention […] On our agency board we have one of the [advisory council] members sit.
So it is somebody that is sitting right there on the board, can hear what the board is talking
about, but provides the voice of a person who's receiving services.
Similarly, one service user, Bob shared, “service users feel more comfortable because the self-advocate's

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

104

council is there. They can come to us with every issue and the issue we get each and every time, we
solve it, and they feel more comfortable in the organization. It's equal playing field.” Still another service
provider, Lori, attributed their service user advocacy council to increasing opportunities for the
participation and integration of the voice of service users throughout their organization. Lori reflected,
I think they've made a tremendous impression on the organization as a whole, especially over
the last couple of years with the changes we've seen kind of happen within the group and the
connections that are being made within the different levels of [the organization]. They've just
made this tremendous impact in regards to advocating strictly for people who have disabilities
just to be part of the organization and be heard more at all levels and in all kind of aspects
where appropriate.
Implicit within participant’s responses was the belief that these formal methods of participation
benefited the organization by bringing the perspectives and knowledge of service user to the table on an
equal footing as other stakeholders and experts. This collaboration was said by one service provider and
one service user to foster collective learning as service providers and service users shared perspectives
and learned together.
Results Conclusion
The above results describe participant’s beliefs about why service user participation is important
and the facilitators, barriers, and benefits they have observed while participating in methods of
collaborative service planning, shared leadership, and participatory decision-making within Ontario DS
organizations. These are forms of participation that mirror the key components of collaborative
partnerships as identified in theory and literature. Interwoven throughout these results are
commonalities that inform key elements of a model of collaborative partnerships that may meet the
inclusion goals of service users labeled with developmental disabilities, as will be described in the
discussion. At a high level, these results demonstrate that these methods of participation can be
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motivated by values already important in DS suggesting collaborating in partnership with service users
lends authenticity to these organizations as they pursue equality, belonging, self-determination,
collaboration, and respect. Additionally, these results have shown the importance of a supportive
organizational culture, inclusive and influential methods of participation, and supported and committed
members in establishing a collaborative partnership with service users that will benefit both service
users and DS organizations.
Discussion
Study Summary
Historically, Ontario Developmental Services (DS) evolved largely guided by the knowledge and
direction of non-disabled service providers and government (Kendrick, 2010; Lord & Hutchinson, 2017).
While we may have inherited these practices from the past, we now have the chance to re-imagine a
better way forward. As DS in Ontario enters a period of sector reform, there is opportunity to bring
about transformative change in the sector by shifting towards more empowering approaches of service
delivery. To do so, we must re-imagine organizations where structures and practices no longer privilege
the voice and knowledge of non-disabled service providers, but instead privilege, give credence, power,
and space to the voices, lived experiences, and knowledge of people labeled with developmental
disabilities. Existing theories and literature provide helpful guidance on effective means of doing so by
pointing to the importance of collaborative partnerships where power is shared with service users
through participatory decision making, shared leadership, and opportunities to meaningfully influence
the design, planning, and evaluation of services.
Addressing a gap in literature on the participation of service users labeled with developmental
disabilities in Ontario DS organizations, this study sought to learn how these service users envisioned
collaborative partnerships manifesting in this context. More specifically, we wondered what model of
collaborative service planning, shared leadership, and participatory decision-making best met the
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inclusion goals of service users in community-based DS organizations within Ontario. The following
section describes the key elements of collaborative partnerships participants shared as important and
relevant in Ontario DS organizations. Together these key elements form a potential model of
participation that may meet the inclusion goals of service users. Following which, these key elements
are discussed in light of Peter Senge’s systems change theory (Kania, Kramer, & Senge, 2018; Senge,
1994) and John Gaventa’s (2006) power cube as they very closely parallel the main components of these
two theories. To organize this discussion, select key elements are discussed using Peter Senge’s
conditions of systems change as a framework. This involves first discussing the empowering mental
models and commonly held beliefs that were suggested to facilitate effective collaborative partnerships.
Secondly it involves discussing the power dynamics and forms of visible and hidden power that were
suggested as necessary for authentic participation in these partnerships. Lastly, it involves discussing the
empowering practices and structures of support that were said to nurture and maintain these shifts in
mental models, power dynamics, and ways of relating and working together with service users to align
with this new paradigm. What becomes clear through the key elements of effective collaborative
partnerships, is the need for a human rights and democratic approach to participation facilitated
through systems change and a shift in power at multiple levels.
A Model of Collaborative Partnerships
The desires expressed by service users to be involved alluded to a breadth of participation and
level of inclusion that could not easily be addressed by one method of participation alone. Instead, the
desire for their lived experiences to shape the strategic direction of the organization, to be partners
working towards a common goal of making services the best they can be, and to be lending their gifts
and knowledge in multiple different ways in the organization suggested something more complex and
entrenched. Practically speaking, it involves service users collaborating with service providers in many
different ways at many different levels. But deeper than that, it involves mental models and a
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philosophical approach to service delivery that positions service users with true voice and influence as
collaborators and partners in designing and improving services. Indeed, their responses suggest that a
model (of collaborative service planning, shared leadership and participatory decision-making) that may
meet service users’ goals for inclusion in these settings is a strategy of participation that integrates
service users’ expertise at each level of the organization and each stage of the service delivery cycle
coupled with an approach to involvement that positions them as experts and partners with the power to
effect change. Critical to this model are empowering mental models, methods of participation, and
structures of support that together form its key elements.
Our conversations with service users and service providers on effective means of participating, why
it is important, and what helps and hinders participation reveal how this model of collaborative
partnerships might practically be established in Ontario DS organizations. Together, our findings form
key elements of such a partnership (See Figure 2). At an outer layer is a supportive organizational culture
that includes organizational leaders who value it, champion it, and offer multiple means to participate at
multiple levels in the organization. Service users are viewed as partners and collaborators in designing
and planning services and their input is actively sought through regular and consistent means of
participation. Structures and practices are established within the organization to support service user
participation. Within that supportive context, are inclusive and influential methods of participation. This
involves formal methods of participation that are integrated into organizational planning and decisionmaking processes. These methods position service user as experts and full members of the group with
equal decision-making authority and power to influence change on important topics affecting services.
The participation methods are accessible and involve equipping and education to support members to
fully participate. One of these methods offered in the organization is a representational body of service
users such as an advisory or advocacy council that has representatives on the organization’s board of
directors. At the centre are committed and supported members (of these inclusive and influential
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methods of participation) who are passionate about making the lives of people labeled with disabilities
better and the services they use stronger. These members are supported and encouraged to participate.
The participation method itself is adapted to meet the accessibility needs of individual members. Figure
2 contains the full list of key elements that make up each of these layers. Our findings suggest that
together these elements may help developmental services organizations form effective collaborative
partnerships with service users. Details on how to practically apply this model were provided to
Ontario’s DS sector through a toolkit our research team created (See Appendix A). Instead of reviewing
the contents of this toolkit, the following discussion explores how systems change theory and equal
power dynamics are important considerations for the implementation of this model.
Figure 1
The Supportive Layers of Collaborative Partnerships
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welcoming organization
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Committed
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Figure 2
Motivating values, key elements, and benefits of collaborative partnerships
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Need for a Systems Change Approach
Our results demonstrate that in order for service users to be included and have influence at service
planning tables, less oppressive processes of service planning and decision-making must be established.
These are processes that welcome the contributions, knowledge, and lived experiences of service users
through a more democratic and egalitarian approach to community-based service design, evaluation,
and improvement. Such a model of participation requires a rethinking of not just service planning, but
also our ideas, values, roles, relationships, and power dynamics, what Peter Senge refers to as system
change (Kania, Kramer, & Senge, 2018) and John Gaventa (2006) touches on in his theory of power. The
following discussion unpacks our model in light of these critical theories of systems change and power—
both of which are necessary for successful implementation of collaborative partnerships.
Peter Senge’s systems change theory suggests that six conditions have a role in maintaining the
status quo (Kania, Kramer, & Senge, 2018). To accomplish transformative social change, each of these
conditions from the explicit to the implicit must be shifted to align with the new paradigm (Kania et al.,
2018). Senge, Kania, and Kramer theorize that Structural Changes comprised of policies, practices, and
resource flows must be shifted to guide actions and activities to align with the intended goals and
purposes of the desired change. However, these authors also argue these conditions cannot be
sustained if power dynamics, relationships, and mental models are not shifted also. At the Relational
Change level this involves shifting relationships to improve connections and communication amongst
system actors, along with shifting power dynamics between these actors to appropriately distribute
decision-making power and influence (Kania et al., 2018). They argue that power dynamics play a role in
maintaining current systems and structures along with the biases, beliefs, and narratives that influence
these structures simply because those in power both shape and reinforce these conditions (Kania et al.,
2018). If power structures are left intact, change is limited or short lived. At the Transformative Change
level, mental models (the biases, assumptions, and beliefs that influence what we think and how we
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act), foster social norms and regulations, underpinning everything we do (Kania et al., 2018).
Transformative change is only possible if these mental models are made clear, examined, and
re-constructed to support the desired change (Kania et al., 2018).
Mental Models
In DS, mental models are the entrenched beliefs, assumptions, and ways of viewing service
users labeled with developmental disabilities, their roles, and how DS organizations should operate and
be run. The following section discusses the mental models service users labeled with developmental
disabilities held about their right to participate in organizations and how they envisioned their
collaboration. While their goals for inclusion suggest the need for a human rights approach to service
delivery and a democratic approach to service user participation, our results suggest that market driven
developments in the sector may work against these empowering beliefs. What becomes clear is the
need for a shift in thinking towards the empowering mental models and commonly held beliefs that
were suggested by both service users and service providers to facilitate effective collaborative
partnerships.
Service Users’ Goals for Inclusion. Service users’ goals for inclusion shed light on the mental
models they held about their right to participate in DS organizations and how they envisioned that
collaboration. Findings showed service users were eager to work together with organizations. They
wanted to make the lives of people with disabilities better and the services they use stronger and found
their participation meaningful. Some pointed to the fact that without the direction of service users, the
organization cannot move forward. They are the reason the organization exists, and decisions and plans
made by the organization affects their lives in significant ways. Many suggested that their lived
experiences should be centred in organization's plans and future direction. They should be the drive for
change and improvement. Some service users pointed to the value of having a say in all aspects of the
organization, and collectively, service users wanted to take part in each stage of the service delivery
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cycle—from suggesting and designing services, to collaborating on designing solutions to problems or
new challenges, to evaluating services, advocating with government, and more. This was often
attributed to the valuable expertise they bring from their lived experience as service users as well as
beliefs about equality and the importance of not excluding people labeled with development disabilities
from planning and decision-making tables. Indeed, service users expressed a desire to work together on
equal terms—moving past approaches that replicate historical hierarchies of value where people labeled
with developmental disabilities held less space and power to share their knowledge and contribute to
change. Instead, they shared a desire to participate as partners in designing and improving
developmental services and as equal members of the committees, teams, and boards that contributed
to service design, evaluation, and improvement.
Many of these goals parallel a human rights approach to service delivery and democratic
approaches to service user participation. As discussed in the background section, a human rights
approach upholds the principle of participation and recognizes service users’ right to participate in
organizational planning and decision-making due to its impact on their lives (Victorian Equal Opportunity
& Human Rights Commission, 2008; Joffe, 2010). Democratic approaches to service user participation
share similar aims. Through sharing power and control, democratic approaches involve service users in
the collective design and improvement of services whereby they have true power to initiate and
influence change (Beresford, 2002) (also discussed further in the background section). These aims are
similar to the inclusion goals we heard from service users suggesting that to meet service users' goals for
inclusion, collaborative partnerships need to align with both a human rights approach to service delivery
and a democratic approach to service user participation. However, our findings also suggest that
organizations face systemic barriers to implementing authentic participation consistent with these goals
for inclusion due to pre-existing mental models that work against this level of collaboration.
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Antiquated Models of Disabilities and a Lack of a Human Rights Approach to Services
The following section examines the historical mental model that service providers know best and service
users labeled with disabilities need to be cared for rather than take part as active participants in the
design and delivery of services. This mental model continues to be reinforced by government policy
today—policies that have been shaped by neo-liberal inspired moves to apply market and business
strategies to community-based services. Unfortunately, these moves have at times resulted in the
sidelining of lived experience and citizen participation. This evolution in service delivery is incongruent
with the citizen participation and collaboration foundational to DS’ roots as well as the goals for
inclusion service users hold today. While service user knowledge and participation may be conceived to
be incompatible with this new approach to service delivery, our results demonstrate that their
participation supports organizations to balance their historical role of disability advocacy and
community engagement, with their role as a government contracted service provider. Rather than
undermine the legitimate and necessary processes of quality assurance, evaluation, compliance, and risk
management, service user participation informs and enhances these processes, and in doing so, holds
DS organizations accountable to their rights-based roots as the government holds them accountable to
their responsibilities as a contracted service provider.
Participants in our study observed barriers in the form of held beliefs that service users should
not be at the service planning table or they do not have common sense when it comes to organizational
service design and improvement (See barrier: Lack of Appreciation and Respect for the Contributions of
Service Users). Both views demonstrate that vestiges of the charity model of disability still permeates
thinking and behaviour in DS. This is the belief that service providers are the experts who know best and
thus must care for and protect vulnerable people labeled with developmental disabilities who use
services (Buettgen & Gorman, 2019; Joffe, 2010). While this is problematic for many reasons, service
users poignantly shared that the resulting lack of inclusion in service planning was dehumanizing.
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Exclusion from participation opportunities conveyed to service users that they were "a person that is
lower" or less human than service providers.
Beliefs that service providers need to care for people labeled with developmental disabilities
may continue to linger because they are embedded into the exact policies organizations are held
accountable to at a government level—policies that at times can put DS organizations at odds with their
rights-based roots. As previously discussed, the Supports and Services to Promote the Social Inclusion of
Persons with Disabilities Act (SSPSIPDA) positions service users as passive service recipients with few
roles, responsibilities and decision-making opportunities for them or their families in the design and
improvement of DS (Joffe, 2010). In doing so, these regulations neglect to account for the benefits of
sharing the burden and weight of offering sustainable, yet relevant and effective services for the
community through working together in collaboration to design services, ideate solutions to service
challenges, and share in government advocacy. The approach to service delivery this act conveys is
inconsistent with the roots and heritage of community-based DS organizations, which were initiated and
developed by families who through collaboration, citizen participation, and mutual support came
together to advocate for improved quality of life for citizens with disabilities and to offer what shared
services they could through volunteerism and fundraising (McWhorter & Cartan, 2021; Neufeldt, 2003;
Stainton, 2007; McCauley & Matheson, 2016). Over time the role of DS organizations began to shift from
that of grass roots advocacy and mutual support to that of a dual role of also service provider when
government contracts took over many of the services they had provided thorough volunteers and
donations, new service contracts were signed, and families shifted from the role of managing
organizations to their governance (McWhorter & Cartan, 2021).
In this latter role, DS organizations became accountable not only to people labeled with
developmental disabilities, but also to the Ontario government who ushered in new approaches based
on a mental model very different from our roots—one of compliance, managerialism, and risk aversion,
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a philosophy embedded in neo-liberal values and conceptions of service delivery and governmental
support (McWhorter & Cartan, 2021; Courtney & Hickey, 2016; Linton, 2021; Kelly, 2013; Lord &
Hutchinson, 2017). This new ideology reinforced a business approach to non-profit services that did not
appear to envelop citizen and service user participation in the same way our grass roots collective
movement did (McWhorter & Cartan, 2021), and it may have even thwarted what would have been the
natural progression to involve not just families in the design of services as was our origins, but
eventually service users labeled with developmental disabilities themselves. Instead, this managerialist
culture tended to privilege and value a certain type of knowledge –business expertise and acumen,
placing lived experience on the low end of the hierarchy of useful knowledge. As organizations struggled
with the new demands of service provision, compliance, and risk management, they looked to the
perceived experts of those challenges (managers of finance, legal, etc.) rather than to the people who
use services and their families. Indeed, we heard from service providers in our study that believing they
know what service users want and need along with having a desire to care for and protect service users
has been a barrier to service user participation. Unfortunately, a devaluing of lived experience
knowledge and expertise can make it very difficult to engage service users as partners in offering
services (Lord & Hutchison, 2017). As our results demonstrate, it can be questioned what service users
can truly offer to these service design and evaluation discussions due to assumptions that lived
experience is neither necessary nor sufficiently valid for these discussions 'experts' should be leading.
This has resulted in a lack of invitation to the table—preventing organizations from embracing authentic
participation.
This is a stark contrast to the grass roots social movement of DS’ roots whereby services were
inspired and developed collaboratively by those with lived experience—at that time, families
(McWhorter & Cartan, 2021). Through these means, the community came together to collectively offer
their gifts and varied expertise—including lived experience in a much more democratic and egalitarian
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approach to community-based service design and implementation (McWhorter & Cartan, 2021). It is
important to note that this appears to be what families are calling for now (Lord & Hutchison, 2017).
That is, the collaboration of service users and families in the complicated processes of service design,
delivery, and evaluation mediated through the sharing of true power and influence. What our results
demonstrate is that service users’ goals for inclusion in Ontario DS organizations involve this level of
collaboration too. Unfortunately, this approach may lack sufficient legislative support as Ontario DS
policies do not seem to be premised upon a human rights model of service delivery (Joffe, 2010).
Community Living Ontario’s (CLO) caution that DS organizations risk drifting away from their rightsbased roots thus remains an important one:
An association that drifts into being defined by their contracts with the Ministry drifts away
from the rights based social movement and risks weakening its power base. Skillful balancing of
these complementary roles is the only way to maintain the organization’s vital relationship with
people and families. Local Associations were not created by, nor are they creatures of
government. A service contract with government may have implications for the strategies we
employ, but it is not the sole organizational purpose. It does not define an association’s mission,
mandate or constituency. (McWhorter & Cartan, 2021, p. 9)
Our results demonstrate that service user participation can help support this balance rather
than undermine the legitimate and necessary processes of quality assurance, evaluation, compliance,
risk management and other processes organizations are held accountable to by the government.
Indeed, our participant organizations were collaborating with service users in many of these processes
with service users weighing in on these necessary topics. Additionally, where they had not been before,
service providers reported that service user participation had helped to shift the balance in these
processes to straddle more equally between requirements and rights. For instance, at a personal service
delivery level, CLO explained that the government's emphasis on risk aversion, compliance, and the
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drive to fill vacant beds at times competed with the rights, autonomy, choices, and self-determination of
service users—values important to DS' initial social movement (McWhorter & Cartan, 2021). Participants
in our study shared this same concern, describing how risk aversion and rights restrictions had become
counter cultural to self-determination and it was through self advocates' membership on committees,
the board, and advisory or advocacy councils that they have been able to disrupt the system by pushing
back and advocating for a shift to more empowering and rights-based approaches to service delivery.
Their experiences suggest that service user participation may help DS organizations to better balance
the tensions between their dual roles—holding them accountable to their rights-based roots as the
government holds them accountable to their responsibilities as a contracted service provider.
While it is necessary to run a sustainable, effectively and efficiently managed organization, it is
encumberment upon organizations to recognize the lived experience of citizens labeled with
developmental disabilities as a valuable and necessary expertise and to welcome these service users
into the struggle of offering services to the community. However, it must be acknowledged that while
these business approaches prioritize creating efficiency to reduce costs (Hickey, 2012), democratic
approaches to participation prioritize creating spaces where all voices are heard, and each person’s skills
and gifts are welcomed in the change efforts. Collaboration is simply less efficient— taking time, yet
arguably resulting in a more significant and longer lasting impact. To embrace this collaboration,
planning discussions and tables must be made accessible and organizations must work from a mental
model premised on a rights-based approach to disability versus the charity model DS' regulations
seemed to be premised upon.
Empowering Mental Models. Our proposed model of collaborative partnerships may offer such
a rights-based approach. Our key elements incorporate the views, beliefs, and supportive actions that
participants commonly shared underpin their collaborative partnerships. These elements may allude to
the mental models and beliefs that engender effective collaborative partnerships, and those supportive
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practices that reinforce these mental models within DS organizations. As will become clear, these
mental models align closely with a democratic and human rights approaches to participation.
Considering the mental models service users held about their participation in combination with
those held by service providers, it became clear that participants engaged in collaborative partnerships
shared common beliefs about 1) the value of people labeled with developmental disabilities, 2) the
worth of their knowledge and expertise, 3) the benefits of service user participation, and 4) the need to
partner together in service planning and advocacy. (For a detailed description of these beliefs, see the
results section on why service user participation was said to be important and what benefits it makes for
organizations). Together these shared mental models suggest the views and beliefs that may engender
and support effective collaborative partnerships between service users and service providers. These
beliefs are commonly supported within literature on service user participation (see literature review),
and they align closely with the guidance Community Living Ontario (CLO) provides in their orientation to
new leaders in the sector. This orientation (commissioned by the Provincial Executive Directors Coordinating Committee of CLO) advocates for a human rights approach to services (McWhorter & Cartan,
2021). They acknowledge that a human rights approach involves the participation of service users and
recommend that service users be engaged in organizational governance and decision-making processes,
attributing this guidance to the UNCRPD:
Involving self-advocates in the governance of local associations is important and reflects the
spirit and the intent of the UN Convention on the Rights of Persons with Disabilities (CRPD) that
was ratified by Canada in 2010. The phrase “Nothing About Me Without Me” was a defining
statement during the CRPD discussions concerning the involvement of people with disabilities in
the issues that affect them […] Local associations should consider the involvement of selfadvocates in decision making roles in the Association’s governance structure. (McWhorter &
Cartan, 2021 p. 7)
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They further explain that meaningful participation in organizational governance and decision-making
positions service users as partners in the work and vision of the developmental services sector:
The support of self-advocacy reflects our deep-seated belief and support of people’s autonomy
and their voice in their affairs. Through their membership in community living associations and
their participation on advisory councils, committees and on boards of directors, self-advocates
have become full-fledged partners in the confederation’s work and an important part of the
power base. (McWhorter & Cartan, 2021, p. 32)
Surprisingly, while participants in our study alluded to service users as partners and two service
providers referenced the importance of being equally heard in a democratic society, no participant
attributed their motivations for supporting service user participation nor the general importance of it to
a human rights approach to disability nor the UNCRPD. Despite the lack of attribution to a human rights
model, service users’ goals for inclusion and the common mental models they share with service
providers all align with both a human rights and democratic approach to service user participation. Our
model draws from our results to include as key elements of collaborative partnerships, a mental model
that 1) believes service users are experts of their lived experience with valuable knowledge to share, and
2) views service users as partners and collaborators in designing and planning services. In doing so, our
model aligns closely to democratic approaches to service user participation and human rights
approaches to service delivery.
Supportive Organizational Culture Practices. Our results also provide evidence for supportive
practices that may help reinforce these mental models within DS organizations. These are further
elements of a supportive organizational culture that values and embraces the knowledge, gifts, and
participation of service users. Keys and Foster-Fishman (1997) describe organizational culture as,
the shared system of meaning (Smircich, 1983) that guides organizational members’ believing,
thinking, perceiving, and feeling, ultimately directing their behavior (Schein, 1985). These
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traditions live in and are guided by the organizational members’ interpretative frames and the
organizational practices that emerge from and sustain those perceptions. (p. 348)
Commonly shared in our results was the importance of organizational leaders who value and are
committed to service user participation. These are leaders who will work to embed these new mental
models among their teams and within their organizations. Indeed, leaders we spoke with shared they
felt it was part of their role as a leader to ensure service user participation took place and examples
were shared of leaders taking such action through expecting it, modeling it, promoting it, and planning
for it. These actions along with embedding service user participation in organizational values, principles,
and goals were said to help employees embrace collaborative partnerships along with those mental
models and beliefs that support such a collaboration (e.g., beliefs that service users have valuable
expertise to share and their participation is a benefit to the organization). These results are consistent
with Anderson's (2016) findings that effective service user councils relied on the explicit support of
organizational leaders who set clear expectations for meaningful participation in decision-making as well
as Bombard et al. (2018) and Barnes et al. (2003) whose studies both concluded that leadership
commitment was key to the success of service user participation because leaders are able to champion
and advance service users’ input within the organization's strategic plans and policies. Our results speak
to the personal commitment and responsibility leaders held for upholding and championing service user
participation and how this perceived responsibility may influence their actions and attempts to shift
thinking and organization culture. Our model draws from these results to include as key elements, 1)
organizational leaders value and are committed to service user participation; 2) organizational leaders
take a personal responsibility to champion it by expecting it, modeling it, promoting it, and planning for
it; and 3) service user participation is embedded in organizational values, goals, and priorities.
In their book, The Trampoline Effect, Sarah Schulman and Gord Tulloch (2020) explain that,
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Substantial change is possible only if we're willing to unearth the values and assumptions
beneath our work and open them up to ongoing critique. If all we do is develop new solutions
on top of the same foundation of values, we'll end up reproducing the same relationships,
power dynamics, and staid outcomes. (2020, pg. 61)
Participation methods developed on the foundation of market sector values and mental models risk
breeding token participation opportunities (Beresford, 2019, Tritter, 2009; Carr, 2004). Mental models
premised on the charity model rather than empowering models of disability such as a human rights
approach, risks a devaluation of service users’ lived experience and their exclusion from service planning
and decision-making tables. To be effective, collaborative partnerships require a different view of
service users, their roles, and the role of community-based services. This is one that aligns with both a
human rights approach to service delivery and a democratic approach to service user participation. In
doing so, this approach draws from DS' roots in the collective design and provision of community-based
services. Addressing the inclusion goals of service users in this way is not idealistic fantasy. It involves
taking a realistic and non-paternalistic approach to service user participation by truly sharing in the
burden of generating ideas and solutions to service delivery and confronting through advocacy,
inequities in the government funded DS system, giving service users credit to do the challenging work.
One service user, Suzie, shared it well,
Let the self-advocate do the work, because they got the brains, they got the gifts and the values.
They know what they're doing....we can do things maybe not as fast as they expect us to do, but
we can do it in our ways.
Revising the Social Inclusion Act to position service users as active partners in the design and provision
of DS will only help to reinforce these shifts in roles and thinking.
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Power Dynamics and Relationships
While mental models influence whether service users have a seat at the table, power dynamics
determine whether service users hold influence in decision-making once there. Kania, Kramer, and
Senge (2018) argue that power dynamics control the distribution of decision-making power and
influence, maintained by what Gaventa (2006) describes as visible power—"the rules, structures,
institutions, and procedures of decision making” (p. 29). Visible power is just one form of power John
Gaventa (2006) describes in his seminal work on the power cube. In this theory, Gaventa (2006)
describes additional forms of power that control and shape the mental models from which we operate
and who gets a seat at decision-making tables. This includes hidden power whereby "certain powerful
people and institutions maintain their influence by controlling who gets to the decision-making table
and what gets on the agenda" (Gaventa, p. 26, 2006). As well as invisible power, which in this setting,
through organizational culture—it's norms, ideologies, and values determines whose knowledge and
contributions are deemed worthy of consideration and what roles, power, and influence are
'appropriate' for service users to hold (Gaventa, 2006; Dutta, 2016; Watson & Foster-Fishman, 2013).
Gaventa (2006) also theorizes that decision-making spaces exert additional influence over the power
one may or may not hold. This involves closed spaces where decision-making rests in the hand of the
‘elite’; invited spaces where people are invited to participate in certain spaces, often on the terms of
those currently in power; and lastly, claimed spaces whereby people create their own spaces through
collective action and mobilization. While Gaventa’s theory also involves levels of power (e.g., global,
national, and local), it is forms and spaces of power that are most relevant for our discussion due to the
influence they wield over power dynamics within organizational settings. Gaventa’s theory provides a
deeper understanding of the condition of power dynamics in Senge’s model of system change. Explicit
within Senge’s theory, is the idea that power dynamics must be shifted to allot system actors the
necessary decision-making capacity to initiate change (Kania, Kramer, & Senge, 2018). Within this
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section, I will refer to both theories as I unpack the key elements that addressed the distribution and
wielding of power within collaborative partnerships. As our results demonstrate, it is through sharing
power (e.g., power with) that collaborative partnerships empower service users to exert true influence
and effect change. This type of collaboration necessitates opening closed and invited spaces and
reconstructing forms of power that leave service users at the margins of service design and evaluation.
These empowering structures and practices further demonstrate the alignment between collaborative
partnerships and human rights approaches to service delivery and democratic approaches to service
user participation.
Senge's model of system change calls for the shifting of both relationships and power dynamics,
along with the practices, policies, structures, and resource flows that keep those dynamics in place
(Kania, Kramer, Senge, 2018). Our review of literature found that authentic service user participation
requires that structures of visible, hidden, and invisible power be shifted such that:
•

Service users are full members of service planning tables holding positions of equal influence
with equal decision-making power and authority (Nelson et al., 2014; Kloos et al., 2014; Watson
& Foster-Fishman, 2013; Lord et al., 1998).

•

Processes of consensus building and decision making ensure all voices have equal weight and
influence and service users’ lived experiences are a valuable expertise considered in that process
(McDaid, 2009; Hardina, 2014; Nelson et al. 2014; Watson and Foster-Fishman, 2013; Barnes et
al., 2003; Kloos et al., 2014).

•

Existing decision-making processes are not maintained so as to privilege service provider's
preferences for meeting and deciding but are fundamentally altered to embrace alternative
forms of and pathways to knowledge (Dutta, 2016).

Our findings affirm that relating and sharing power together in these ways is necessary for effective
collaborative partnerships in Ontario DS organizations. Without making these shifts to power and
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internal structures, DS organizations can maintain a form of structural ableism whereby systems of
service planning and processes of decision-making are structured such that they give greater platform
and privilege to non-disabled service providers while excluding, devaluing, and giving little credence to
the voice of service users labeled with developmental disabilities. This was evident in our results in three
ways; namely the need for: 1) inclusive planning and decision-making spaces that no longer privilege the
preferences and perspectives of non-disabled service providers; 2) a balanced and equal membership
structure and shared decision-making power in these spaces; and 3) participation approaches that
empower service users to wield influence and effect change.
Inclusive Means of Participation. For one, our results showed that inclusive means of
participation require a willingness to reconfigure planning and decision-making spaces to no longer
privilege the preferences of a few and instead incorporate ways of meeting and working together so
everybody can fully participate. Gaventa (2006) argues that visible power structures such as established
decision-making and planning spaces and processes can be designed on the terms of those in power. In
this case, service providers, privileging their traditions and preferences of thinking, planning, and
working together and their sources and conceptions of valid knowledge, what Dutta (2016) refers to as
epistemic power. Unfortunately, this 'epistemic superiority' can become a standard from which to
preclude people labeled with developmental disabilities from sitting at these tables—people we believe
cannot participate in our spaces and on our terms. Participants in our study shared examples of such
decision-making and planning spaces that prevented or excluded service users from taking part strictly
because they were not accessible or did not embrace lived experience as an acceptable and valid form
of knowledge for the purposes of service planning (the latter an example of invisible power). In these
situations, people labeled with developmental disabilities were forced to either adapt their ways of
thinking, meeting, and contributing to other people's preferences, or to not participate at all. Our results
demonstrate the need to question how power is held and manifested in these service planning settings,
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including on whose terms do we meet and make decisions, and who has the power to set these terms,
control these spaces and why.
To counter this oppressive power dynamic, participants shared that collaborative partnerships
require DS organizations to embrace new ways of meeting that are accessible and flexible, and welcome
and value the lived experience and knowledge of service users. This requires a deep understanding of
the accessibility needs of all members at the table and coming to a consensus as a team of ways of
meeting and working together that works for everyone. As our participants shared, this can include
walks instead of seated meetings, frequent breaks, discussing content over successive meetings before
making a decision and it certainly requires accommodating everybody's support needs. This may require
use of plain language, braille, large font, audio versions of documents and materials, welcoming a
support person to assist people to communicate and take part, or other accessibility measures, along
with developing supports, materials, and tools in light of those needs. Such accommodations were
frequently noted among other studies (Beckwith et al., 2016; Friedman et al., 2016b; Caldwell et al.,
2009; Hardina et al., 2007; Radermacher et al., 2010; Chenowith, 2011) along with the need to recognize
that the lived experiences and expertise of service users are valid and useful forms of knowledge
(McDaid, 2009; Hardina, 2014; Nelson et al. 2014; Watson & Foster-Fishman, 2013; Barnes et al., 2003;
Kloos et al., 2014). Our model of collaborative partnerships draws from our findings to incorporate
means of collaborating that de-centre the preferences and traditions of meeting held by non-disabled
service providers and reconstructing in their place, service planning spaces that are inclusive and
accessible for everybody participating. This involves reconstructing established forms of visible and
hidden power through the following key elements: 1) the organization accommodates member's
individual accessibility needs and is willing to adapt processes and materials to support their
participation; and 2) people who need support to express their ideas or share their experiences are
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welcomed and supported to participate. Forms of invisible power were challenged and re-imagined
through the adoption of new mental models as discussed in the previous section.
Shared Decision-Making Power and an Equal and Balanced Membership Structure.
Secondly, even if service users are included at service planning tables (ex. boards, committees,
advisory councils, co-design teams etc.), we heard that a barrier to empowering collaborative
partnerships can be a hierarchy of value and power given to members in these settings through twotiered membership structures that give non-disabled members greater power and authority to make
decisions than those members labeled with developmental disabilities. We found that collaborative
partnerships rejected these sorts of hierarchies. Instead, they were built upon a balanced and equal
membership structure and shared decision-making power, further examples of shifting hidden and
visible power.
Balanced Membership. Service users shared that a membership structure where the number of
service users and service providers were more equally balanced made service users more comfortable
participating and less intimidated in speaking up. Service users often attributed this to the power
imbalances associated between service providers and service users—suggesting service providers are on
a "different level" and that a balanced representation of the voice and expertise of service users helped
foster a space where they felt comfortable participating. Their experiences and perspectives are
consistent with findings from Beckwith et al., 2016; McDaid, 2009; Hutton et al., 2010; and Bombard et
al., 2018, who report that a balanced membership plays a role in resolving power imbalances. For
instance, McDaid (2009) interviewed mental health service users who recommended that to redress
power imbalances, at least two service users be present on participation committees and Beckwith et al.
(2016) reported that literature suggests unless 30% of the membership involved service users, power
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would not be shifted. 4 Once shifted though, some studies have reported that participants become
empowered through collective power versus solely individual power, reporting a link between balanced
membership or service user participation within groups of service users, and this form of power. Hoole
and Morgan (2010) found that service users labeled with learning disabilities reported a sense of power
when participating as part of a group whether that involved other advocates advocating on their behalf
through the collective voice of service users or taking part in formal group-based participation
opportunities such as service user and self-advocacy groups or house and program meetings. Moreover,
other authors have reported that collective self-advocacy effectively helps shift the balance of power
between people labeled with developmental disabilities and their families and staff, supporting service
users to gain more control over their lives (Dearden-Phillips & Fountain, 2005). Our results provide
additional evidence for the finding that a balanced membership is both desired and necessary for
shifting power as service users labeled with developmental disabilities expressed feelings of
disempowerment and disparity without a balanced membership. Fostering an empowering space such
as this requires shifting visible and hidden power structures that control who gets a seat the decisionmaking table and what sort of weight their voice holds once there.
Equal Membership. Participant's experiences also suggested that equal decision-making power
and roles of equal influence and importance shifted power dynamics from power over to power with;
from a service user-service provider hierarchical dynamic to a mutual and reciprocal teamwork dynamic.
It was in such settings where service users held equal decision-making power and roles of equal
influence, that they also shared it was an equal platform to have a voice and contribute as equals.

4

It should be noted however, that Organizations of Persons with Disabilities (OPDs) or Disabled Persons’
Organizations (DPOs) that emerged in the 1950s and 1960s reinforce a balanced membership by requiring that at
least 51% of the board and leadership positions were held by people labeled with disabilities. This membership
structure was driven by service users’ desire for democratic self representation and a desire to participate in the
identification of service and policy needs and, in the evaluation and monitoring of services (Enns, n.d.).
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Service users labeled with disabilities in one study in England shared a similar experience. Cameron et al.
(2019) found that typically the service user-service provider relationship dynamic revolves around a
power imbalance and a "top-down experience, whereas people described their service-user
representation roles as a more equal relationship where we can challenge decisions and negotiate
outcomes" (Cameron et al., 2019). This experience of power with is a key aspect of collaborative
partnerships as articulated in theories and literature on service user participation. Power with is
described as...
shared power that grows out of collaboration and relationships. It is built on respect, mutual
support, shared power, solidarity, influence, empowerment, and collaborative decision making.
Power with is linked to “social power, the influence we wield among equals” (p. 9). Power with
can help build bridges within groups (e.g., families, organisations, social change movements) or
across differences (e.g., gender, culture, class). Rather than domination and control, power with
leads to collective action and the ability to act together. (Stuart, 2019, para. 8)
This description suggests that power with closely aligns with a human rights approach to service delivery
and a democratic approach to service user participation. It engenders an atmosphere supportive of
democratic and egalitarian service design akin to DS' roots—an approach our results suggest should be
rekindled in order to engage collectively in designing sustainable and relevant services for the
community and to meet the inclusion goals of service users. To foster a balanced power dynamic akin to
power with, our results suggest that collaborative partnerships require a shift away from practices and
interactions that breed power over and instead incorporate equal membership over tiered membership,
teamwork and collaboration over consultation, and shared decision-making over closed-door decisions.
Considering this in light of Gaventa’s (2006) spaces of power, this may in some cases involve reclaiming
spaces where decisions are made about services–spaces that have previously remained closed to service
users. In other cases, this may involve dismantling tiered membership in invited spaces where people
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labeled with disabilities have held positions of less power and influence. In all cases, it requires
dismantling visible and hidden power such that people labeled with disabilities have the same
opportunity to take part in decisions and determine agendas as other stakeholders participating at the
table.
Empowered to Effect Change. Lastly, service users shared that collaborative partnerships also
addressed power by engaging them in participation approaches that empower them to wield influence
and effect change. Their responses allude to a desire for non-paternalistic forms of participation, which
in addition to having equal influence in service plans and decisions, were said to involve service users’
input and knowledge being truly heard and considered, education and equipping to support informed
and relevant contributions, influence over meaningful decisions and topics relating to services and
advocacy, and participation in methods that are effective at bringing about change. Service users
frequently stressed the importance of being heard, which in part was associated with their knowledge
and input having credence and legitimacy at planning and decision-making tables such that their
expertise has actual weight in the decisions and plans being made. This was said to require open
decision-making processes whereby their perspectives are trusted and seriously and transparently
considered by leaders who are open and receptive to input and ideas, thoroughly consider what is
shared, and take action in response. The importance of service users’ contributions actually being
considered and involved in decision-making processes has been reported in past studies (Watson &
Foster-Fishman, 2013; Lord et al., 1998; Beckwith et al., 2016). For instance, Beckwith et al. (2016) found
that authentic inclusion of service users labeled with developmental disabilities in organizational boards
required true influence, which they described as when service users’ ideas and concerns are considered
and responded to. One way that collaborative partnerships supported this process while also avoiding
paternalism, was by educating and informing service users about laws, regulations, barriers, and issues
impacting services and the DS sector. This was perceived by participants in our study as a necessary
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means by which to equip service users to authentically participate through making informed decisions
and offering relevant and thoughtful input. The need for such equipping is consistent with findings from
past studies (Andersen, 2016; McWhorter & Cartan, 2021; Chenowith & Clements, 2011; Caldwell et al.,
2009; Linhorst et al., 2005; McDaid, 2009; Hardina, 2014; Radermacher et al., 2010; Watson & FosterFishman, 2013). Watson & Foster-Fishman (2013) found that without such equipping, participation can
become tokenistic as service users’ contributions are seen as irrelevant and thus will likely be dismissed
or ignored.
In addition to their input being truly considered, collaborative partnerships appeared to
empower service users by granting opportunity to wield influence on topics that matter such that they
could influence real and meaningful change. When we asked focus group participants what topics they
desired to have their voice heard on, it included at an organizational level important topics around
service offerings and provision, service improvement, and future directions for the organization and
government. Collectively, service users also wanted to have a part in all aspects of the service delivery
cycle from suggesting and designing services, collaborating on designing solutions to problems or new
challenges, to evaluating services, suggesting improvements, and advocating with government. Indeed,
we heard examples of organizations providing such opportunities to participate 5; however,
organizations were more commonly engaging service users in collaborative methods of strategic
planning and service design over service evaluation and quality assurance.
For service users, having the power to influence the topics they speak into and shape, is a critical
aspect of being empowered to effect change (Christens, 2012; Hardina, 2003; Chenoweth & Clements,

5

(e.g., participating on service co-design teams, attending meetings with government and politicians,
participating in accreditation and quality assurance processes such as through reviewing and revising interview or
survey questions or reviewing the results of service user feedback collected by the organization and collaborating
on the development of recommendations. See also Methods of Participation Currently Used in Ontario DS
Organizations (above) or Appendix A: Service User Participation Toolkit, Section 11)
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2011; Carman et al., 2013). This influence involves reclaiming what Gaventa (2006) refers to as hidden or
even invisible power whereby service users have power over the feedback agenda and control and
influence over topics considered ‘legitimate’ or ‘appropriate’ for service users to shape. Within the
context of committees and co-design teams for example, this could involve members labeled with
developmental disabilities having the same opportunity to bring forward ideas, concerns, and topics for
discussion as other members of the group. At a more transformative systemic level, this involves service
providers relinquishing the power they hold over what topics service users are welcomed to speak into
and instead allowing service users to bring forward topics of their choosing. In doing so, this expands the
boundaries arbitrarily constructed around what topics are considered ‘appropriate’ for service users to
weigh in on (Watson & Foster-Fishman, 2013). Such influence is another means by which to dismantle
structural ableism in organizations, for it provides legitimacy and structures for both non-disabled
service providers and service users labeled with developmental disabilities to equally influence feedback
and input agendas. Two examples of how this might be achieved in organizations is by having standing
time on board and leadership team agendas whereby service user advisory councils openly bring
forward the ideas, priorities and input of service users. Or, when service users have influence over the
topics and programs organizations seek their experiences and input on through formal evaluation and
quality assurance processes.
Lastly, service users also spoke of the importance of seeing action and change as a result of their
participation. Their responses suggest that it is not only important there is follow through on the input
they share, but also that the methods of participation they engage in are an effective means of initiating
and accomplishing change (opposed to methods of participation that may not have the necessary clout
and support to effect change in the organization). Together our findings suggest the importance of
service users speaking into and being heard on important issues through non-paternalistic methods of
participation that have the necessary influence and power to initiate action and lead to change. Based
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on these findings, our model includes the practices participants suggested help foster the necessary
power dynamics for effective and fruitful collaborative partnerships, mirroring what we found in the
literature and addressing Senge’s Relational Change conditions. This includes, 1) The model gives service
users true voice and influence on important topics and decisions related to services; 2) Service users are
full members of the group with equal decision-making power and influence; 3) Service users' ideas and
input have equal weight and are equally considered; 4) Organizational leaders are open and receptive to
input and act on what was shared.
These elements align quite closely with the five transformational elements of board inclusion
Beckwith et al., (2016) identified from a review of literature on roles people with complex needs have
played in leadership and decision-making within service provision and policymaking organizations.
Structures, Policies, and Practices
For effective systems change, empowering practices, policies, and structures of support are
needed to nurture and maintain shifts in mental models, power dynamics, and ways of relating and
working together with service users to align with the new paradigm, what Senge refers to as Structural
Changes (Kania, Kramer, & Senge, 2018). Indeed, the need for supportive organizational structures and
practices has been noted in past studies as an important element necessary for effective service user
participation (McDaid, 2009; Linhorst et al., 2005; Hardina, 2007; Radermacher et al., 2010; Bess et al.,
2011). Our results found the same to be true of collaborative partnerships. The following sub-sections
discuss these findings, which demonstrate that collaborative partnerships reply on a structure of
participation that incorporates multiple means of participation at multiple levels including formal and
consistent methods of participation. Indeed, it was through formal methods of consistent participation
that service users had the necessary platform from which to share power and equally participate in
decision-making.
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Multiple Means of Participation at Multiple Levels. As previously shared, collaborative
partnerships that meet the inclusion goals of service users are not one specific method of participation,
but instead a comprehensive approach of partnering together with service users in designing the best
possible services for the community. Our results suggest that such a collaboration requires a structure of
offering multiple means to participate at multiple levels of the organization and at multiple stages of the
service delivery cycle. This breadth of participation allows service users to have greater opportunity to
influence change and truly partner together along the continuum of service delivery, while the diversity
in participation opportunities was perceived by our participants to be more accessible. Integrating
participation at multiple levels of an organization was a similar feature among other models of service
user participation and conclusions of past studies on the topic (Bombard et al., 2018; Hardina, 2005;
Linhorst et al., 2005; Hardina et al., 2007; Nelson et al., 2014; Lord & Hutchinson, 2017; Chenoweth &
Clements, 2011; Cousins and Associates, 2016; Carman et al., 2013). Carman et al.'s, (2013)
Multidimensional Framework For Patient And Family Engagement In Health And Health Care, suggests
that participation opportunities range on a continuum of engagement from "consultation" to
"involvement" to "partnership and shared leadership", as well as through multiple levels from "direct
care" to "organizational design and governance" and finally, to "policy making." Similarly, Maton (2008)
suggests that empowering community settings should have an opportunity role structure characterized
by offering multiple roles at multiple levels of varying demands that provide opportunities for members
to have voice and influence. Both of these models provide additional considerations for how a diverse
participation strategy might be implemented in organizations. Our results affirm this breadth of
participation as important to service users labeled with developmental disabilities and suggest the
additional importance of providing participation opportunities at each stage of the service delivery cycle.
These results are consistent with Lord and Hutchison’s (2017) aim for collaborative partnerships as they
argue that too few roles result in a lack of influence and token participation. As with our results, they
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call for participation at all levels and all stages (from development to delivery to evaluation). Our model
incorporates these findings by suggesting 1) there are a variety of ways to participate at multiple levels
in the organization and throughout all stages of service delivery.
Formal and Consistent Methods of Participation. However, consistent with existing literature,
our results demonstrate that while multiple means of varied participation are important, formal and
consistent methods of collaborative participation are the means by which service users can share
decision-making power and influence and are reported to be a more effective method of being heard.
The collaborative partnerships our participants were engaged in included formal and consistent
participation methods such as board membership, advisory or advocacy councils, co-design teams, and
service-related committees all engaged in processes of service planning and decision-making.
Participants shared that when these formal methods included equal membership, they provided a
platform for service users and service providers to partner in collaboration with each other on an equal
footing. This meant that the experiences, knowledge and expertise of service held equal space in the
decision-making table and could equally contribute to service plans and decisions. According to
literature, one of the key aspects of these methods that make them so transformational is the fact they
involved service user participation in agenda setting and decision-making, which is enabled through
these method’s use of face-to-face (in person or virtual) collaboration, discussion, and dialogue
(Anderson, 2016; Bombard et al., 2018; Hardina, 2014). Considering this in light of our results, it might
be suggested that formal methods of participation are a supportive structure that can help facilitate
shared decision-making power and influence within collaborative partnerships.
Our results also suggest service users found these methods a more effective means of being
heard. Service users told us they preferred face-to-face representation where service users could be
present at planning and decision-making tables, communicating the interests, knowledge, and ideas of
service users through in person collaboration opposed to consultative methods such as surveys. Service

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

135

users reported that in these settings, they can have assurance that their voice is heard and thus felt
these methods were a more effective means of conveying their input to the people with the power to
address their input. Additionally, service users felt in person discussions would require some sort of
response to their input. So while surveys and other consultative means often were premised on oneway communication, in person dialogue involved two-way communication—a back and forth where
service users and service providers alike had the pressure to vulnerably share their perspective and
respond in the moment. The perception that formal and consistent means of participation are more
effective and influential is supported in literature. In their own review of literature, Carr (2004) reported
that "Research suggests that embedded, continuous but varied participation approaches that engage
service users in decision making have most potential for influencing change,” (p. vii) suggesting that
organizations “work towards creating diverse, flexible, continuous participation strategies that are
integral to the decision-making structures of an organisation” (p. 27). Similarly, Bombard et al. (2018)
found that formal and consistent methods of collaborative participation (ex. Co-design), were associated
with more significant change such as changes to service delivery, and better governance, and
organizational planning. These studies, which suggest formal and consistent methods of participation
are more effective and influential, lends evidence to the greater sense of empowerment and
perceptions of greater influence service users in our study reported through face-to-face collaboration.
Some participants also shared that established methods of participation where service users
were regularly meeting made it easier for organizations to seek their input and collaborate on new
ideas. In some cases, these methods were also said to result in an increase in opportunities to
collaborate together. For instance, the creation of a formal advocacy group in one organization was
observed by one service provider to increase engagement of service users in service plans and decisions
and resulted in greater opportunities to work together. It may be possible that formal and established
methods of participation increase opportunities for collaboration and result in greater involvement of
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service users in plans and decisions, both because they provide an established and convenient method
of meeting and collaborating with service users, and because their existence reminds organizational
leaders of the opportunity to engage service users on those topics. These results are similar to Linhorst
et al.’s (2005) findings which concluded,
formal structures and processes need to be developed and institutionalised to provide ongoing,
systematic opportunities for clients to participate in organizational decision making (Means &
Smith, 1994). Without this, client participation is likely to be haphazard and dependent on the
will of individual administrators, if it occurs at all. (p. 26)
Together, these results suggest that the existence of formal methods of participation can be a
supportive structure to ensure service user participation occurs; however, more research is needed to
gather more conclusive evidence on whether formal methods of participation do in fact increase
opportunities for service users to participate and collaborate together with service providers. A
longitudinal study that measures engagement opportunities before and after the establishment of a
formal method of participation may offer clearer insights.
Service users in our focus groups also told us of their preference for being represented by
service user advisory councils, also expressing a belief these methods were more effective in voicing
their experiences and input versus consultative forms of participation. This was similarly reported by
Carr (2004) in their review of literature where they conclude, that the “majority of service users wish to
represent themselves directly, collectively or through a peer advocate in decision-making forums. The
less favoured approach is having input mediated through external consultation exercises and
questionnaires that could be vulnerable to different professional interpretations" (p. 18). It is important
to note that the advisory councils service users and service providers spoke of in our interviews had
representatives on the organization's board of directors, empowering the council to have voice and
influence at important planning and decision-making tables such that their role was not relegated to just
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advise but to also help decide. In each of the external organizations we interviewed, the board
representative was a full member of the board with full voting rights, fostering a structure of shared
leadership with service users within the organization. Often the advisory councils had standing time on
board agendas to bring forward ideas, advice, and input of their choice through their board
representative. Having one or more board representatives may weigh heavily on service users’ opinions
that service user councils are an effective means to have their voice heard. Additionally, participants
shared examples of organizational leaders seeking input and ideas from the advisory councils on certain
topics and projects and inviting members to participate on steering committees and working groups,
practices that may also contribute to their perceived effectiveness. Indeed, service providers reported
their involvement had resulted in better plans and decisions.
In addition to perceiving these methods as more effective, one service user in our study stressed
that service users found their organizational advisory council to be a 'safe place' to share feedback and
ideas. They explained service users feel more comfortable sharing their input and concerns with fellow
service users who were perceived to be on the "same level" as them as opposed to service providers
who were perceived to hold more power. According to Bob, the advisory council leveled the playing field
between service users and service providers within the organization, creating a platform where service
users can express their perspectives and ideas on an equal footing as employees. Bob's comments
suggest that service user advisory councils may hold a role in balancing power dynamics between the
service users they represent and the organization thus suggesting service users may experience greater
empowerment as a group. These experiences echo findings from other studies on the collective power
born from group advocacy (Hoole & Morgan, 2010). These results are intriguing and warrant future
exploration into whether other service users perceive advisory councils to be empowering structure that
helps to balance the power dynamics between service providers and service users in developmental
services organizations and what roles and actions these councils take that play a role in meditating this
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dynamic. What is clear though is that service users shared an interest in being represented by service
user advisory councils suggesting this as an important method to incorporate as part of the formal and
consistent methods of participation that are offered in an organization.
Considering these findings on formal methods of participation, our results suggest that within
collaborative partnerships, formal and consistent methods of participation can serve as the conduit of
collaborating together as equals. These methods provide an equal playing field on which to contribute
knowledge and expertise as well as share decision-making power and influence, and it is through such
collaboration these methods neutralize power imbalances. It is thus important formal and consistent
methods of participation are integrated into structures and processes of organizational service planning
and decision-making (Carr, 2004), as well as at all stages of the service delivery cycle. This can include
formal means of participation such as including service users as full and equal members of strategic
planning committees, service co-design teams, service evaluation and quality assurance teams, and on
the organization's board of directors granted there are democratic voting and decision-making
procedures to ensure an equal say at these tables as well as roles of equal worth and importance to
ensure equal influence.
Our results indicate this may also be achieved by collaborating together with service user advisory
councils in these processes. To empower these councils, our findings suggest that they have a
representative on the organization's board of directors such that the council can contribute to decisions
and plans through their representation and leadership can be shared with service users at an
organizational level. Additionally, our results suggest that the council should have standing time on
board agendas to bring forward ideas, advice and input and organizational leaders should make
engaging with this group a required step in formal decision-making and planning processes about
services. Supportive practices may also involve including representatives from this group on service
related committees and working groups and engaging this group in government advocacy–in both

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

139

crafting advocacy agendas and in meeting and communicating with politicians and city officials. Through
a balanced membership and caring and supportive group, these methods can be a place where service
users feel comfortable speaking up. Service users’ descriptions of a caring and supportive group was
commonly described as when fellow group members worked to ensure everyone felt comfortable to
speak up, made sure everyone had a chance to be heard, and respected each other’s point of view and
ideas—providing a form of peer support within the setting. Additionally, service users stressed the
importance of caring and supportive employees in the setting—employees who encouraged and
equipped service users instead of taking over their roles and responsibilities.
Finally, in addition to establishing formal methods of participation that enable service users to
collaborate on important topics, participants shared that structures, practices, and policies are needed
to make integrating the resulting input a formal part of decision-making and action planning processes
within the organization. While not an exhaustive list, service providers suggested this involves
establishing policies that make it a requirement that people using services are present during service
planning and providing formal seats at related decision-making tables. Additionally, leadership teams
should establish processes to formally gather service users’ input and perspectives, integrate that input
into their decision-making, and plan action in response.
Together, these findings demonstrate the need for organizations to establish empowering
structures and practices of support in order to facilitate and maintain shifts in mental models, power
dynamics, and ways of relating and working together with service users necessary for effective
collaborative partnerships. These are the structural change conditions Senge outlines in his model of
system change. In DS settings, this includes a structure of opportunities to participate throughout the
organization, the inclusion of formal and consistent methods of participation as part of this structure,
and a representational body of service users whose role is to represent the expertise, knowledge, and
experiences of service users in multiple spaces including through board membership. Our model draws
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from these collective findings to include the following key elements of collaborative partnerships, 1) the
organization actively seeks the input and participation of service users through regular and ongoing
input and participation opportunities; and 2) there are systems and structures to support service user
participation in the organization. Additionally, these findings shed light on key elements of inclusive and
influential methods of participation, which in addition to the elements shared within the section on
power include, 1) the method is a formal means of participation integrated into organizational planning
and decision-making processes; 2) the method involves face-to-face discussion and collaboration; 3) the
group is caring and supportive; and 4) one method includes an advisory council of service users with
representation on the organization's board of directors.
Discussion Summary
This discussion explored the key elements of a proposed model of collaborative partnerships
designed based on the findings of this study to meet the inclusion goals of service users labeled with
developmental disabilities in Ontario DS organizations. Evident within these elements is the need to shift
traditional approaches of service delivery to better align with human rights and democratic approaches
to community-based service design, evaluation, and improvement. In some ways, this draws from the
strengths and roots of DS organization’s origins. Such transformation requires a rethinking of not just
service planning, but also the mental models, values, roles, relationships, and power dynamics that
guide how DS organizations operate and partner together with service users. Comprehensive systemic
change such as this is akin to Peter Senge’s theory of systems change and John Gaventa’s (2006) call for
shifts in power articulate in the power cube. Our results demonstrate that effective collaborative
partnerships rely on system change and a shift in the forms of power and spaces of participation within
DS organizations. To equip organizations in implementing this change and self-advocates in advocating
for collaborative partnerships, we have enacted a comprehensive knowledge mobilization strategy.

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

141

Knowledge Mobilization
Consistent with the principles of participatory action research, and the principles of inclusive
research from Walmsley and Johnson (2003), our research aims involved having a robust and accessible
knowledge mobilization strategy where we collaboratively shared our research findings with both
service users and service providers in practical and tangible ways. This involved:
•

Using our model to propose a strategy and recommended actions for how a collaborative
partnership could be established in the developmental services organization where the advocate
researchers use services.

•

Developing a toolkit from our research findings including key elements of collaborative partnerships,
some of the ways service users can participate in developmental services organizations, how to do
that well, and what can help or make it hard for people to participate. (See toolkit in Appendix A)

•

Collaboratively sharing our research and toolkit at sector conferences (The 2021 Community Living
Ontario conference, the 2022 Ontario Association on Developmental Disabilities conference, and the
2022 Research Special Interest Group conference (See abstracts in Appendix O).

•

Sharing our results and toolkit through a presentation and discussion with a provincial council of
Developmental Services service users, the Community Living Ontario Council.

•

Additionally, our research team plans to share this knowledge within the academic community by
submitting journal manuscripts to well known journals.

Limitations and Further Research
There are a few limitations to our research that must be considered. While our research focused
on exploring how collaborative partnerships might best be established in Ontario DS organizations,
where we may fall short of meeting the theoretical aims of collaborative partnerships is in the concept
of shared leadership. We spoke with eight Ontario DS organizations to learn how they were
collaborating in partnership with service users and from their experiences, glean what could be key
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elements of an effective partnership. Aside from full membership on the organization's board of
directors, we did not learn of other means by which leadership was shared with service users. It is
possible that had we connected with a larger number of organizations we may have learned additional
approaches to shared leadership such as employing service users as experts of lived experience along
with the other leaders hired for their expertise in organizations (Whaley, Domenico & Alltimes, 2018). It
would also have been beneficial for our interview guide to more explicitly inquire about forms of shared
leadership service user’ would design in organizations had they the chance, as we had done so in the
focus groups. Instead, we gleaned this information from their reflections on their current collaborative
partnerships, which unfortunately involved few forms of shared leadership.
Thus, our choice to explore strictly how developmental services organizations are engaging
service users in collaborative partnerships limited our awareness of possible participation approaches to
those methods that are currently being employed in the sector. It is possible that including organizations
from other sectors such as mental health, health, municipal citizen engagement, or disability services
more broadly may have illuminated further manifestations of collaborative partnerships between
organizations and service users. (For instance, the practice of persons labeled with disabilities filling at
least 51% of board and leadership positions, common amongst Organizations of Persons With
Disabilities). Such expansion of experience may have elucidated additional key elements of even more
empowering approaches to collaborative partnerships. Considering this, collaborative partnerships can
be seen much like a kaleidoscope that with one small shift in the lens opens up new designs and
conceptions of participation and new connections and relationships between service users and service
providers. Our research explores collaborative partnerships from one lens, one setting, and attempts to
provide palpable and practical guidance for DS organizations wishing to strengthen opportunities to
partner together with service users labeled with developmental disabilities. These findings are based on
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what service users and DS organizations known to engage service users in empowering ways identified
as important and relevant.
Given this research design, there are a few additional cautions to keep in mind. The first is the
natural desire service providers may have had to present a positive picture of their organization and the
possibility that participation opportunities may have been embellished and barriers downplayed. While
it is possible my ability to understand and relate to the context and challenges of being a service
provider in the sector may have made some service providers feel safe and comfortable to share
barriers to collaborative partnerships, it is also possible they may have wanted to present their
organization in a positive light to another service provider in the sector. Secondly, while we welcomed
anyone to participate, service users who responded all used written or spoken word to communicate,
limiting our understanding of the facilitators and barriers to participation for those who require support
from someone to express their experiences and preferences. In reflecting on this limitation, it would
have been preferable to interview a sample of service users in each organization to gain a more
representational understanding of service users’ experiences, expertise, and preferences for
participation.
It must also be noted that these key elements are our own understanding of these data. There
may have been other ways to organize and interpret the results that would have resulted in a different
understanding of this phenomenon. Further research is thus needed to assess whether these key
elements do in fact result in effective collaborative partnerships that meet the inclusion goals of service
users. A longitudinal experimental study on this subject may help to assess this and would provide
opportunity to learn the potential outcomes of such a partnership. Such research could involve
evaluating the outcomes and impact of an organization that chooses to implement this model or
comparing organizations that follow this model with those that do not to ascertain whether
collaborative partnership do in fact meet the inclusion goals of service users and result in shared power.
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Further research should also consider how the intersections of disability, race, gender, sexual
orientation, and other diverse identities impact some participant’s inclusion and experience of
participation. How can organizations create participation spaces that are welcoming and supportive, and
intentionally draw from varied life experiences and knowledge? Regretfully, our results did not explore
this topic and we strongly believe further research of this regard is critically important to creating truly
inclusive and empowering spaces of participation.
Broader Implications
Few studies have examined the participation of service users labeled with developmental
disabilities in disability services organizations. Fewer still have sought to understand what service users
labeled with developmental disabilities have observed to be effective methods and facilitators of
participation in these settings, nor how they would prefer to participate and have influence at an
organizational level. Their absence in elucidating this body of literature is particularly problematic
because it continues to privilege the opinions and preferences of service providers in constructing how
service users can have a say on and what they can have a say on (Cameron et al., 2019). This pattern of
knowledge creation risks replicating historical approaches to service delivery that retain power and
control in the hands of non-disabled service providers and leaves service users at the margins of service
design and planning through ineffectual and disempowering methods of participation.
Our findings draw from the voice, experiences, and expertise of service users labeled with
developmental disabilities to address this gap in the body of literature on service user participation by
exploring service user participation from their perspective. We specifically choose to explore how
service users labeled with developmental disabilities envisioned collaborating at a level of participation
that theories and literature on service user participation have suggested to be empowering and effective
– that of collaborative partnerships. In doing so, we have created space for people labeled with
developmental disabilities to both validate and refine existing principles of service user participation,
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and to offer their own contributions to this literature by providing evidence for why collaborative
partnerships are an ethical approach to participation and how they might practically be operationalised
within DS organizations in Ontario. Our findings suggest key elements of collaborative partnerships that
service users and service providers collectively identified as important and relevant in Ontario DS
organizations (Figure 2). Together these key elements provide potential guidance for forming
collaborative partnerships in these settings.
Conclusion and Recommendations
The inclusion goals held by service users labeled with developmental disabilities in many ways
echo the vision held by disability advocate, Mia Mingus, shared at the beginning of this paper.
Their words and the words of the self-advocates we spoke with shine a light on the dehumanizing
effects of neglecting to take a rights-based approach to service delivery. Exclusion from service planning
tables and token participation offerings are not only disempowering but also othering. Instead, our
results demonstrate a need to not merely tweak or re-construct our current systems and structures of
service design and planning founded on historical mental models of care and consultation, but through
system change, build new ways of working together that mirror the values already held within Ontario’s
DS sector. Equality, belonging, self-determination, collaboration, and respect each hold a place in
shaping a new way forward. Our results would suggest this involves welcoming service users as expert
citizens and right bearers into the design and provision of the services that affect their lives through a
more democratic and egalitarian approach to service design, provision, and evaluation. Our key
elements of collaborative partnerships offer insight into how this might practically be operationalized
within Ontario developmental services. Indeed, collaborative partnerships granted space for service
users to participate as equals, providing platforms of participation that were an 'equal playing field' for
service users to contribute to plans and decisions alongside service providers whereby their knowledge
and experiences held equal credence. Such collaboration was said to foster a relationship of mutuality,
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reciprocity, and equality, while upholding each person’s humanness. Not only is this form of
participation an important human right of self-determination and equality but as our results show, it
actually results in better quality services, more impactful advocacy, more positive and balanced
relationships among stakeholders, and builds competence and confidence among service users labeled
with developmental disabilities. Given our results, we have the following general guidance for DS
organizations when enacting the key elements within their organizations. These recommendations were
collectively developed by the research team based on the analysis of our research findings:
1.

Offer a variety of opportunities to participate and provide input at multiple levels in the
organization and at each stage of the service delivery cycle. Having the voice and input of service
users throughout your organization will make it a more effective and empowering organization.
Multiple methods of participation makes participation more accessible and meets service users’
goals for comprehensive inclusion.

2.

When you gather your leaders for learning, leadership development, and service planning, include
self-advocate leaders. We can no longer presume service providers know best. Instead, we must
broaden our view of the leaders in our organizations. Recognize service users as partners and coleaders in offering the best possible services to the community. Welcome their knowledge and
expertise from their lived experience into organizational learning and planning processes so we can
share perspectives and learn together. As you do so, consider where there may be opportunities to
hire and compensate service users for contributing their lived experience and knowledge in your
organization and how you might expand your leadership teams to involve experts with lived
experiences.

3.

Share leadership with service users by involving service users as full members of the
organization's Board of Directors. This models belonging and collaboration at the most influential
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level in the organization and brings the perspective and knowledge of service users into the
decisions and plans the board makes.
4.

Establish an advisory council of service users who can represent the ideas and input of service
users. Established methods of participation where service users are regularly meeting makes it
easier for organizations to seek their input and collaborate on new ideas. Both in past studies and in
our conversations, service users said they prefer to be represented by other service users as
opposed to taking part in consultative forms of participation. Collaborate with an advisory council
on government advocacy and service design and improvement.

5.

Move beyond consultative forms of participation and engage in co-design and collaboration on
committees and working groups. While consultation is not wrong, only offering consultative means
of participation can be disempowering. Include in your participation strategy opportunities to work
in partnership on service design and improvement whereby service users are full and equal
members of these groups. Methods such as these bring all voices to the table and allow for open
discussion where all perspectives have an equal place in shaping plans and decisions.

6.

Partner together on research and evaluating services. Service users help design more relevant and
accessible research methods and tools (Buettgen et al., 2012). Their lived experiences help them to
evaluate and interpret results, making your findings more valid. The UN Convention on the Rights of
Persons with Disabilities says people with disabilities should be a part of research that impacts their
lives. Advocates agree, making participatory research and evaluative processes the ethical approach.

7.

Ensure service user engagement is meaningful. Give service users the opportunity to influence real
change by contributing to agendas, decisions, and plans about service offerings, service
improvement, and future directions for the organization and government. These are the things
service users want to have a say on and have real life experience about.
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Design your participation strategy from a human rights approach to services and a democratic
approach to participation. Such an approach meets the standards of inclusion outlined in the
UNCRPD along with the goals expressed by service users labeled with developmental disabilities in
our study. Further, these approaches are linked to more empowering and influential methods of
collaborative community-based service design and improvement.

A Final Word
This research was inspired by the words of one of the advocate researchers, Dzidra, who
wondered how service users could have a seat at the table. It only seems right to give her and the other
advocate researchers the last say. The following is each of our brief reflections on our research and time
working together over the past two years.

Kaylagh
“Working as a team with the advocate researchers was an honour. Their lived experience bought a critical
perspective to our research and their contributions strongly contributed to the relevancy and credibility of
our findings. Together we had the opportunity to gather the knowledge and experiences of service users
labeled with developmental disabilities, along with those of their service providers. This was a responsibility
I took very seriously from the start, but when we heard from service users that it was important to take part
in empowering forms of service user participation because they wanted to be treated as ‘human’ and ‘not
someone lower’ than service providers, it became very evident how critically important this research is. The
sheer weight and importance of their words and knowledge I now held became very apparent, along with
the responsibility I had to properly convey their goals for inclusion and knowledge on effective means of
participation. The great thing about participatory action research is that I was not alone in this responsibility.
As service providers (of which I am one), we carry so much power and control. It was very important and
freeing that throughout this research I was able to relinquish control and share power as much as was
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reasonably possible. I did this through fostering a space where we made decisions together as a group. For
the majority of our research, we met bi-weekly. During these meetings we would review the decisions and
plans we had before us, and I would equip the advocate researchers to weigh in on these decisions by
informing them of the pros, cons, and implications of the different options. Decisions were made through
consensus and at the end of each meeting we would reflect together on how we shared power in the
meeting. This included discussing whether the advocate researchers felt their voice was heard in the
meeting, whether I had been intentional to foster a space where they felt safe to speak up, and whether
they felt I equally involved them in the plans and decisions we made during the meeting. The advocate
researchers also took part in all stages of the research including suggesting and finalizing the
recommendations we made as a result of our research—both for the organization where they use services
and for the DS sector more broadly. In this way, their voices, knowledge, and expertise equally shaped our
research design, analysis, and knowledge mobilization. I feel that working in collaboration with the advocate
researchers in this way allowed me to share power, and together we worked hard to carefully convey what
we learned in the sector—presenting and sharing our results together as a team. Through this experience, I
have taken with me a deeper conviction to apply participatory approaches to service design and shared
leadership as a service provider in the sector. I’ve learned that collaborating together indeed results in
unique and more beneficial outcomes. Without the advocates researcher’s expertise these research findings
would have been less rich and less reflective of the phenomenon we studied. For instance, there were times
during our coding process that Dzidra’s insider cultural knowledge as a service user labeled with
developmental disabilities gleaned deeper insights and a more nuanced understanding of some of the
responses we received from service users and the experiences they shared with us. I truly believe that
without this collective approach, our research and indeed service and strategic planning in DS organizations
is simply less effective, relevant, valid, and ethical. I hope that our research encourages organizations and
government to embrace more democratic, collaborative, and rights-based approaches to service design and
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improvement and that together, we can co-design and co-create a better future for Ontario’s DS. I think for
this to be effective service users need to be positioned as partners and expert citizens in the design and
provision of community-based DS services."

Casey
“I wanted to get our voices heard. We worked on our research together. I thought that was excellent. I felt
like we achieved something and got somewhere. It was nice to meet new people—Justin and Wayne. It was
nice to meet together online over COVID. It made me feel special. I guess I noticed when I was doing the
research, there was nothing for me to think about but the research because I was so interested in it. When
service users are participating, they can get in there and make decisions. I feel like our voices are heard
more now.”

Wayne
“It's good. Very good. There was a couple of times I was nervous writing stuff down and to do the
interviews. I didn't always speak too much. Then I was happy after I talked to the research team. After I did
the interviews, I felt happy. I felt more confident over time. It’s a good experience to be a researcher. It is a
good experience to do it. It's fun to talk to a lot of people. Service user participation keeps me busy. It is a
good thing. It’s good to have someone on the board. It helps the organization.”

Justin
“It was pretty awesome meeting as group. It was a good group of people. I liked meeting a lot of different
people in our interviews. I liked hearing what people had to say. It is important for service users to
participate and have a say in organizations. I think service users should connect with organizations on social
media and be on advisory councils.“
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Dzidra
“People labeled with disabilities should be a part of research that impacts their lives. Our research team was
made of staff and people who use services but during the whole research project we were looked at as a
team of equal researchers. I wish more things were like that. More people listened because we were a part
of it. It’s one thing to hear from a staff, but to hear from self-advocates—you hear the issues from our
perspectives. I wanted to do this research to have our voices heard. We were not getting our voices heard
enough in the organization. I feel like that has changed since we started our research. I am now a part of a
couple of councils and now I am a representative on the board, which as far as I know has never happened.
Maybe we can one day work at being full board members. That would be amazing. When organizations
include us—they gain our trust and respect. I hope that one day there will be more changes that will
improve the [DS] sector. Service users can help make those improvements. We can make things better. I
hope organizations will accept us and our voices more and more and we'll become a team in designing
services.”
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EXECUTIVE
SUMMARY
A high level overview of the
key information shared in
this toolkit
What is service user participation?
Service user participation is when citizens who use
services are actively a part of designing, planning,
and evaluating those services. It involves valuing
the lived experience and expertise that service
users bring to planning and decision making tables
and it makes space to partner and collaborate
together in designing the best possible services for
the community.
Why should service user participation be a part of
developmental services?
Ableism has played a key role in excluding people
labeled with developmental disabilities from
participating in the community. Historically, ableism
has also had a hand in excluding people labeled
with disabilities from participating in the design of
disability services. Instead of viewing people
labeled with disabilities as active collaborators and
partners in designing and improving services, and
valuing their unique perspectives and input, people
labeled with disabilities have traditionally been
viewed as passive service recipients in need of care.
This is why over thirty years ago, self-advocates
coined the phrase 'Nothing About Us Without Us'.
Today, the UN Convention on the Rights of Persons
with Disabilities states it is no longer acceptable for
people labeled with disabilities to be excluded from
participating in non-government organizations.
While historically, developmental services has
evolved largely guided by the knowledge and
direction of non-disabled service providers and
government, we can choose a different path.
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We can re-imagine organizations where
credence and space is given to the voice, lived
experience, and knowledge of people labeled
with developmental disabilities. And we can do
this through methods of service user
participation that give people labeled with
developmental disabilities greater voice, choice,
and control over the design, implementation,
and evaluation of services.
About our research
We're a group of self-advocates who use
developmental services and a Community
Psychology Master's student from Wilfrid
Laurier University. We know each other from
working together on advocacy topics at
Christian Horizons where some of us use
services and some of us work. Our research was
inspired by one of the self-advocates who
wondered how service users could collaborate
with and take part in developmental services
organizations. Our research is about discovering
that. We partnered together on our research
using an approach called participatory action
research. We all took part in the research project
together. In early 2021, we spoke with eight
Ontario developmental services organizations
known to engage service users in empowering
ways. We wanted them to teach us the best
ways for service users to participate in
organizations. We interviewed both an
employee and service user (sometimes two) at
seven of these organizations. In one, we hosted
two focus groups of service users and spoke
with six employees. This research is a result of
what we learned from past studies, and the
collective knowledge and experiences of
everybody we spoke with. We are both
honoured and excited to share their wisdom
with you!

About this toolkit
This toolkit takes the things we learned from
past studies and people we spoke with and
shares actionable tips and guidelines to help
developmental services organizations improve
opportunities for service user participation. In
this toolkit, we share some of the ways
people can participate in organizations, how
to do that well, and what can help or make it
hard for people to participate. We'll also talk
about why it is important for service users to
have a say and help you think about what
service user participation can look like in your
organization. While most of this toolkit is
written in plain language, some sections of
this resource involve a lot of reading or ideas
that might be hard to understand. Within
those sections, we have summarized the key
ideas in easy to read language. Look for the
"key ideas" sections throughout the toolkit.

Key Findings
Why is it important?
We heard that service user participation is
being true to what we often say is important
in developmental services—equality,
belonging, self-determination, collaboration,
and respect. Service user participation allows
organizations to live out these values in
tangible and significant ways and these values
motivate us to pursue authentic methods of
service user participation.
Value 1: Equality
Key idea: Service user participation recognizes
service users' perspectives as equally valuable
and worthy of being heard.
Value 2: Belonging
Key idea: People experience belonging when
they use their gifts and skills to improve
community-based organizations.
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Value 3: Self-determination
Key idea: Empowering forms of service user
participation like co-design mean moving away
from planning services for people and moving
towards a more empowering approach of
planning and leading services with people.
Value 4: Collaboration
Key idea: Service user participation is a practical
way organizations and service users can
collaborate and partner together in creating the
best possible services.
Value 5: Respect
Key idea: Service user participation means
respecting self-advocates when they say they
want to be involved.
You can learn more about these values in
section 7 of this toolkit.
What difference does it make?
We asked people what difference service user
participation makes. People let us know that
service user participation makes a difference for
service users, organizations, and communities.
For service users, it provided a sense of purpose
and an opportunity to learn and grow, among
other benefits. For organizations and
communities, it resulted in better quality and
more relevant services, more impactful
advocacy, better plans, and a platform to
represent and share service users' perspectives.
Look to section 7 for the complete list of
benefits.
What makes it hard for people to participate?
It was clear from our conversations that service
providers and service users felt that service user
participation was important. We also heard of
the positive difference people felt it made. So,
we wanted to understand what stops people
from participating. What things make it hard for
people to take part and have their voice heard?

The barriers we heard can be summarized as:
1. A lack of authentic and influential methods of
participation in the organization.
2. Exclusion or a lack of support to fully
participate.
3. Feeling uncomfortable or being unsure of how
to participate.
Section 9 walks through each of the barriers and
what factors contribute to them.
What helps people to participate?
Knowing what makes it hard to participate in
developmental services organizations, what can
be done to overcome those barriers? The people
we spoke with shared different ways
organizations can help service user participation
work well. Section 10 walks through their top tips
and advice. Given their responses, our other
findings, and the findings from past studies (found
in Section 6), we learned what model of service
user participation seemed to best meet service
users' goals for inclusion.
What model best meets service users' goals for
inclusion?
Past research and theories are increasingly
emphasizing the importance of collaborative
partnerships. Collaborative partnerships are when
organizations partner together and share power
with service users through participatory decision
making, shared leadership, and opportunities to
participate with influence. We wondered how
service users could best collaborate in partnership
with developmental services organizations. What
approach would meet their goals for inclusion?
We asked participants how service users were
partnering in collaboration with developmental
services organizations and what makes that
partnership work well.
Ultimately, the ways organizations were engaging
service users and the desires expressed by service
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users to be involved alluded to a breadth of
participation and level of inclusion that could not
be addressed by one method of participation
alone. Instead, our findings revealed that
collaborative partnerships with service users are
best achieved through a strategy of participation
that integrates service user's expertise at all
levels of the organization and each stage of the
service delivery cycle. Critical to this strategy is
an approach to involvement that positions
service users as experts and partners with the
power to effect change.
Our conversations with service users and service
providers on what helps and hinders
participation as well as effective means of
participating, shed light on how collaborative
partnerships such as these might practically be
established in Ontario developmental services
organizations. Together, these findings form key
elements of such a partnership. These elements
fall within three layers and are listed on the next
page.
Supportive
Organizational
Culture

Committed and
supported
members

Inclusive and
Influential Methods
of Participation

1. A supportive and welcoming environment
For people's input to have true influence,
organizations need to value and welcome the
participation of service users. This involves
fostering a supportive organizational culture
through the following actions:
Service users are seen as partners and
collaborators in designing and planning
services.
Organizational leaders value and are
committed to service user participation.
The organization actively seeks the input and
participation of service users through regular
and ongoing input and participation
opportunities.
There are a variety of ways to participate at
multiple levels in the organization and
throughout all stages of service delivery.
There are systems and structures to support
service user participation in the organization.
Organizational leaders are open and receptive
to input and act on what was shared.
Organizational leaders take a personal
responsibility to champion it by expecting it,
modeling it, promoting it, and planning for it.
Service user participation is embedded in
organizational values, goals, and priorities.
2. Inclusive and influential methods of
participation
We learned that of all the methods of
participation, formal and consistent methods are
most effective. They grant service users greater
influence through involvement in agenda setting,
idea sharing, and decision making, instead of
limiting service users to providing consultative
feedback on agendas already decided upon by
service providers. This involves participation
methods such membership on advisory or
advocacy councils, organizational boards, and
steering and co-design committees. When
service users were participating as full and equal
members of these groups, with equal decision
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making power and influence, these methods
were said to neutralize power imbalances
between service users and service providers
while also providing an equal platform on
which to contribute knowledge and expertise.
These methods shared common key elements
that made them both inclusive and influential
methods of participation. They included:
The method is a formal means of
participation integrated into organizational
planning and decision making processes.
The method involves face-to-face
discussion and collaboration.
The method gives service users true voice
and influence on important topics and
decisions related to services.
Service users are full members of the group
with equal decision making power and
influence.
Service users are recognized as experts of
their lived experience with valuable
knowledge to share.
Service users' ideas and input have equal
weight and are equally considered.
Service users are equipped to fully
participate through education, training, and
skill building.
The group is caring and supportive.
The method of participation is accessible.
One method includes an advisory council
of service users with representation on the
organization's board of directors.
3. Supported and committed members
Those we spoke with shared what helps
individual members be successful participating
in inclusive and influential methods of
participation. This included:
Recruiting service users who are committed
to making the lives of people labeled with
disabilities better and the services they use
stronger.
Ensuring there is support from someone to
participate.

Accommodating member's individual
accessibility needs and adapting processes and
materials to support their participation.
Welcoming the participation of people who
need support to express their ideas or share
their experiences.
Encouraging people to participate and use their
gifts.
Promoting opportunities to participate.
Supporting members to access transportation to
meetings and events.
Ways to participate
While it is helpful to know the things to embrace
and the things to avoid to make service user
participation work well, it is also helpful to know
what methods of participation are being used. In our
conversations, we heard many different examples of
how service users were participating in
developmental services organizations. Section 11
walks through the different methods and takes a
closer look at some of the more common ones—
providing tips and resources to implement those
methods in organizations.

Recommendations
Service user participation is about valuing the worth
of people–their gifts, knowledge, expertise, and
presence. It involves respecting people when they say
'Nothing About Us Without Us'. It means expanding
historical boundaries that define who is a leader with
something valuable to contribute and insightful to
share. And importantly, it's about recognizing that as
we look to re-imagine developmental services, the
only equitable and honouring way to move forward is
in partnership and collaboration with service users.
Given what we learned, we recommend organizations
take the following actions to embrace the
participation of service users in the spaces and at the
tables where plans and decisions are made that affect
their lives and services.
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1. Offer a variety of opportunities to
participate and provide input at multiple
levels in the organization and at each
stage of the service delivery cycle.
2. Share leadership with service users by
involving service users as full members of
the organization's Board of Directors.
3. Establish an advisory council of service
users who can represent the ideas and
input of service users. Involve this council
in organizational service planning and
decision making processes.
4. Move beyond consultative forms of
participation and engage service users in
co-design and collaboration on
committees and working groups. Ensure
service users are full and equal members
of these groups with equal influence and
consideration given to their knowledge
and expertise.
5. Partner together on research and
evaluating services.
6. When you gather your leaders for
learning, leadership development, and
service planning, include self-advocate
leaders.
7. Ensure service user engagement is
meaningful. Give service users the
opportunity to influence real change by
contributing to decisions and plans about
service offerings, service improvement,
and future directions for the organization
and government.
8. We stand by the findings from past
studies and the advice we were given by
those we spoke with. Take a close look at
the section on what helps people to
participate and the key principles of
participation found in past studies.
You can find a more detailed explanation of
our recommendations in section 12.
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A Summary of Key Findings

1

WHAT IS
SERVICE USER
PARTICIPATION?

Civic participation is about helping your
community to be a great place to live. It
involves working with others to change things
about your community so it can be a better
[1,77]
place for people now and in the future.
Your community is more than the homes,
buildings, and parks in your neighbourhood.
There are many things that make up your
community. And these things have an impact
on what your community is like. This includes
the law, policies, and services offered in your
community.
One type of civic participation is service user
participation. This is when people who use
services work together with the organization to
help make services the best they can be. They
do this through their direct involvement in
designing and planning new services, and
helping to assess and improve existing services.
Done well, services can make the community a
better place to live by helping it to be a
healthier, safer, more welcoming, and fairer
place for everybody.
We're a research team that was really
interested in learning the best ways people
labeled with intellectual or developmental
disabilities could provide input, share ideas,
and participate in planning and decision making
within the developmental services organization
they receive services from.
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Why? Developmental services play a
significant role in service users lives. We
believe service users have important
knowledge and experiences that can help
make services better. With developmental
services always evolving, we need service
users at the planning and decision making
tables so together we can design services
that help people live their best lives.
What's in this toolkit
There are many different ways service
users can participate in organizations.
Some ways give service users more
power to influence change and involve
higher levels of collaboration than
others. In this toolkit we will share some
of the ways people can participate in
organizations, how to do that well, and
what can help or make it hard for people
to participate. We'll also talk about why
it is important for service users to have a
say and help you think about what
service user participation can look like in
your organization.

“They say that access is having a ramp
to the table . . . mainstreaming is having
a seat at the table . . . inclusion is
having a voice at the table. But true
embrace is being heard at the table. We
will only hear and embrace people with
disabilities when character is
transformed, on a personal and a
national level." - Disability Advocate,
[37]
Joni Earkeson Tada
How to use this toolkit
This toolkit was written for service users
and
service
providers
in
the
developmental services sector. The
information we share is based on findings
from past studies as well as our own
research on the topic. While most of this
toolkit is written in plain language, some
sections of this resource involve a lot of
reading or ideas that might be hard to
understand. Within those sections, we
have summarized the key ideas in easy to
read language. Look for the "key ideas"
sections throughout the toolkit.
Some readers may be interested in
learning all the details we have uncovered
so they can improve opportunities for
service user participation in their
organization. Other people may be
interested in learning just the key
highlights. If that sounds like you, we
encourage you to read the executive
summary, our key findings, and our final
recommendations. You can always jump to
the sections that interest you most.
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BACKGOUND
A bit about us and this project

Who we are
We're a group of self-advocates who use developmental services and a Community
Psychology Master's student from Wilfrid Laurier University. We know each other
from working together on advocacy topics at Christian Horizons where some of us
use services and some of us work.
How it started
Dzidra is the self-advocate who started this work. Back in 2019 she did a
presentation at Christian Horizons where she asked if service users could
collaborate more with the organization.
Here is what she said:

“We want to have more
choice and control over our
lives and our support…we
also need a seat at the table.
Let us advocate with you. Let
us be more involved. We’re in
this together” - Dzidra
We decided to work together to research how people using
developmental services could participate and share ideas and
input in these organizations. We wanted to learn what model of
collaboration could best meet the inclusion goals of service
users.
Our research
In early 2021, we spoke with eight Ontario developmental
services organizations known to engage service users in
empowering ways. We wanted them to teach us the best ways
for service users to participate. We interviewed both an
employee and service user (sometimes two) at seven of these
organizations. In one, we hosted two focus groups of service
users and spoke with six employees. This research is a result of
their collective knowledge and experiences and we are both
honoured and excited to share their wisdom with you!
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3
Our
Approach
to
Research

Why research together?
You might wonder why we decided to do this research
together. Working together was really important to us.
This is because the UN Convention on the Rights of
Persons with Disabilities says that people labeled with
disabilities should be a part of all research that affects
them.[4] We believe this too.
Many advocates say it is no longer okay for research
about people labeled with disabilities to be done without
them. [14, 27, 57, 80, 83, 84,]

How we worked together
We worked together using a research approach called
Participatory Action Research (PAR). There are three
parts to Participatory Action Research.

1

It’s participatory - We are all involved in the
research together - the community is at the
table and is helping to lead the research.[5, 32, 69]

2

It involves taking action - We are at the table
for a purpose. We want action. We want to
help change things for the better.[32, 65, 69]

3

It uses research - We learn how to change
things through research. We do research
[32, 69]
together to advocate and bring about change.

We followed the principles of participatory action research
when we worked together. We made decisions together
and shared the work of our research together. This included
deciding what we wanted to learn, who we needed to talk
to, and how we would get their input. We worked together
to develop accessible research tools and craft our interview
questions. We each helped interview people. After we
heard from everyone, two of us reviewed what people said
and found the main ideas and key themes. We shared these
with the rest of the group. Together, we decided what
information we wanted to include in this toolkit. You can
learn more about PAR in the appendix of this report.
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4

KEY FINDINGS:
Effective Collaborative
Partnerships

When we reviewed past studies, we learned
there was not a lot known about how service
users labeled with developmental disabilities
were participating in Ontario developmental
services organizations. How were service users
taking part in designing and improving services?
How were they a part of efforts to advocate in
the community and with government? How
exactly did they want to have a say? And what
were the best ways they could collaborate
together
with
developmental
services
organizations? We wanted to know.

When we looked at past research, we found that
theories and studies are increasingly emphasizing
the importance of collaborative partnerships.
[10, 11, 22, 23, 42, 43, 50, 55, 56, 64, 71] Collaborative
partnerships are when organizations partner
together and share power with service users
through participatory decision making, shared
leadership, and opportunities to participate with
influence. [10, 11, 22, 23, 42, 43, 50, 55, 56, 59, 64, 71, 93]
Studies have reported that collaborative
partnerships are a more effective, influential, and
empowering means of engaging service users.
[15, 23, 42, 43, 71]
They also align with a more
democratic
approach
to
service
user
participation and a human rights approach to
service delivery as upheld in the United Nations
Convention of the Rights of Persons with
Disabilities (UNCRPD). [87]
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The UNCRPD calls for the
participation of people labeled with
disabilities in community based
organizations, including active
involvement in decision-making
processes about programs and policies
within the organizations where they
receive services. [87]
Through our research we wanted to learn
how service users labeled with developmental
disabilities could collaborate in partnership
with organizations to best meet their goals
for inclusion. We asked participants how
service users labeled with developmental
disabilities were collaborating and partnering
together with their organization, and whether
they felt those methods worked well and
were inclusive. We also asked what helped
and made it hard for service users and service
providers to partner together and what
participants believed were key elements of a
good partnership. From their collective
experiences and insights, we drew key
elements
of
effective
collaborative
partnerships that met the inclusion goals of
service users in Ontario's developmental
services organizations.
Service user's inclusion goals
Service users told us they were eager to work
together with organizations. They wanted to
make the lives of people labeled with
developmental disabilities better and the
services they use stronger and they found it
meaningful. Many suggested that their lived
experiences help drive the organization
forward.

They are the reason the organization exists,
and decisions and plans made by the
organization affects their lives in significant
ways. Many suggested that their lived
experiences
should
be
centred
in
organization's plans and future direction.
They should be the drive for change and
improvement.
Some service users pointed out the value of
having a say in all aspects of the organization,
and collectively, service users wanted to take
part in each stage of the service delivery
cycle--from
suggesting
and
designing
services, to collaborating on designing
solutions to problems or new challenges, to
evaluating
services,
advocating
with
government, and more.
This was often
attributed to the valuable expertise they bring
from their lived experience as service users as
well as beliefs about equality and the
importance of not excluding people labeled
with development disabilities from planning
and decision-making tables. Indeed, service
users expressed a desire to work together on
equal terms—moving past approaches that
replicate historical hierarchies of value where
people labeled with developmental disabilities
held less space and power to share their
knowledge and contribute to change. Instead,
they shared a desire to participate as partners
in designing and improving developmental
services and as equal members of the
committees,
teams,
and
boards
that
contributed to service design, evaluation, and
improvement.
Their desires were shared by service
providers, some of whom envisioned a future
where organizations co-lead and co-design
services together with service users and
others who described their organization's
reliance on service users to inform their
strategic direction and service plans. Both
service users and service providers told us
that collaborative partnerships with service

16

users had resulted in better quality and more
relevant services, more empowering and
self-directed services, and more relevant and
impactful government advocacy among other
benefits. Some service providers astutely
reflected if we do not engage service users
in service planning and decision making, then
organizationally, we continue to maintain
power and control planning services for
people instead of moving towards a more
empowering approach of planning services
with people or having services led by people.
Model of participation
So, given these goals for inclusion and the
insights shared on how service users are
most
effectively
participating
in
collaboration with developmental services
organizations, what model of participation
did participants say was best?
Ultimately, the desires expressed by service
users to be involved and the ways
organizations were engaging service users
alluded to a breadth of participation and
level of inclusion that could not be addressed
by one method of participation alone.
Instead, our
findings
revealed
that
collaborative partnerships with service
users are best achieved through a strategy
of participation that integrates service
user's expertise at all levels of the
organization and each stage of the service
delivery cycle. Critical to this strategy is an
approach to involvement that positions
service users as experts and partners with
the power to effect change. Our
conversations with service users and service
providers on what helps and hinders
participation as well as effective means of
participating, shed light on how collaborative
partnerships such as these might practically
be established in Ontario developmental
services organizations. Together, these
findings form key elements of such a
partnership (See pg. 18 & 19).

At an outer layer is a supportive
organizational
culture
that
includes
organizational leaders who value it, champion
it, and offer multiple means to participate at
multiple levels in the organization. Service
users
are
viewed
as
partners
and
collaborators in designing and planning
services and their input is actively sought
through regular and consistent means of
participation.
Within that supportive context, sits methods
of participation that are inclusive and
influential. This involves formal methods of
participation that are integrated into
organizational planning and decision-making
processes. These methods position service
users as experts and full members of the
group with equal decision-making authority
and power to influence change on important
topics affecting services.

Supportive
Organizational
Culture

Committed and
supported
members

The participation methods are accessible and
involve equipping and education to support
members to fully participate. One of these
methods offered in the organization is a
representational body of service users such
as an advisory or advocacy council that has
representatives on the organization’s board
of directors.
At the centre are committed and supported
members who are passionate about making
the lives of people labeled with disabilities
better and the services they use stronger.
These
members
are
supported
and
encouraged to participate. The participation
method itself is adapted to meet the
accessibility needs of individual members.
Page 18 & 19 contain the full list of key
elements that make up each of these layers.
Our findings suggest that together these
elements may help developmental services
organizations form effective collaborative
partnerships with service users labeled with
developmental disabilities.
Systems change approach
These findings show that in order for service
users to be included and have influence at
service
planning
tables,
empowering
processes of service planning and decisionmaking
must
be
established
in
developmental services organizations. These
are
processes
that
welcome
the
contributions,
knowledge,
and
lived
experiences of service users through a more
democratic and egalitarian approach to
community-based service design, evaluation,
and improvement.

Inclusive and
Influential Methods
of Participation
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In taking this approach, collaborative
partnerships draw on the strengths of
developmental services' roots. These are
roots founded in citizen participation and
collaboration as families came together to
collectively design and deliver what
community services they could through
volunteerism and fundraising, and eventually
through the management and governance of
these organizations.
As developmental services in Ontario enters a
period of sector reform, there is opportunity
to bring about transformative change in the
sector by rekindling our roots in citizen
participation and shifting towards more
empowering approaches of service delivery.
Collaborative
partnerships
offer
an
opportunity for developmental services
organizations to do so by welcoming service
users as expert citizens and partners into
planning and decision-making spaces such
that service users have greater voice, choice,
and control over the design, implementation,
and evaluation of services.

The following two pages provide a complete
list of the key elements of effective
collaborative partnerships. The remaining
sections of this toolkit describe the results of
our study in more detail including what led us
to identifying these key elements. Following
those sections we provide examples of how
service users can participate in organizations
along with links to helpful resources.

Key ideas: An easy read summary
We learned service users want to partner
and work together with organizations to
make services the best they can be. But,
they want that partnership to be equal.
Service users have a lot to offer because of
their lived experience as service users. They
are experts on what it is like to use services.
Our participants told us the best model of
participation was not one specific method of
participation. Instead, the best model was a
collaborative partnership between service
users and service providers.
To work well, collaborative partnerships
need the key elements listed in the boxes
below.

Key elements of a...

Supportive Organizational Culture
1. Service users are seen as partners and collaborators in designing and planning services.
2. Organizational leaders value and are committed to service user participation.
3. The organization actively seeks the input and participation of service users through regular and
ongoing input and participation opportunities.
4. There are a variety of ways to participate at multiple levels in the organization and throughout all
stages of service delivery.
5. There are systems and structures to support service user participation in the organization.
6. Organizational leaders are open and receptive to input and act on what was shared.
7. Organizational leaders take a personal responsibility to champion it by expecting it, modeling it,
promoting it, and planning for it.
8. Service user participation is embedded in organizational values, goals, and priorities.
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Key elements of...

Inclusive and Influential
Methods of Participation
1. The method is a formal means of participation integrated into organizational planning and
decision making processes.
2. The method involves face-to-face discussion and collaboration.
3. The method gives service users true voice and influence on important topics and decisions
related to services.
4. Service users are full members of the group with equal decision making power and
influence.
5. Service users are recognized as experts of their lived experience with valuable knowledge
to share.
6. Service users' ideas and input have equal weight and are equally considered.
7. Service users are equipped to fully participate through education, training, and skill
building.
8. The group is caring and supportive.
9. The method of participation is accessible.
10. One method includes an advisory council of service users with representation on the
organization's board of directors.

Key elements of...

Supported and
Committed Members
1. Participating service users are committed to making the lives of people labeled with
disabilities better and the services they use stronger.
2. Participating service users have support from someone to participate.
3. The organization accommodates member's individual accessibility needs and is willing to
adapt processes and materials to support their participation.
4. People who need support to express their ideas or share their experiences are welcomed
and supported to participate.
5. Service users are encouraged to participate and use their gifts.
6. The organization promotes and makes service users aware of opportunities to participate.
7. Service users are supported to access transportation to participation and input
opportunities.
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PART ONE
PAST STUDIES & RESEARCH
Before we conducted our own
research we looked at past
studies and research done on
service user participation. We
wanted to learn what was already
known about involving people
labeled with intellectual and
developmental disabilities in
organizations. This section shares
what we learned.
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5
The Journey
Towards
Full
Participation

Img. 01: Ontario Institute for the Blind, 1890. This image is taken from
Twenty-Third Annual Report upon the Ontario Institution for the
Education of the Blind" by Medical Heritage Library, Inc. is licensed
under CC BY-NC-SA 2.0.

To think about how we want things to be in the future, it is
sometimes helpful to understand the past. This section
walks us through the journey people labeled with
developmental disabilities have been on to have more say
and influence over their services. It addresses some of the
beliefs, laws, and services that have controlled how people
labeled with disabilities can participate in developmental
services organizations in Ontario. Look for an easy to read
summary of the key ideas shared in this section on page 19.
Is the idea of service user participation really a new idea?
The truth is, it's not. Service users labeled with disabilities
have worked hard to earn a seat at decision making tables.
While you might believe a seat at the table is a right for
service users, this has not always been the case for people
labeled with disabilities in Ontario.
In the 1700 and 1800s, people labeled with disabilities were
often sent to live in institutions or attend separate schools
away from the community. [18, 34, 66, 78, 79] Sadly, communities
thought it was best to treat, confine, or care for people
labeled with disabilities instead of fixing communities to be
welcoming and inclusive of everyone. [18, 19, 34, 48, 66, 79] This
idea of taking care of people assumed that people were not
able to take care of themselves. And, in these separate
places people labeled with disabilities had little say and
control over their lives and services. [18, 19, 34, 48, 66, 79]
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A NEW WAY
FORWARD
Before World War One (WWI), most
services and policy development did not
involve people labeled with disabilities. The
community
and
government
made
decisions about what services to offer and
what services to pay for without involving
people labeled with disabilities in the
decision.[66]___Often this was because
doctors and leaders thought they knew
what was best for people. [18]

Together, they advocated for changes to
laws, policies, services, and supports that
promoted full participation for soldiers
66, 74]
labeled with disabilities.[18,_______The
National Institute for the Blind and War
Amputations Association (War Amps)
following WW1 and the Canadian
Paraplegic Association (CPA) following
WW2, were the first organizations run by
people labeled with disabilities in
[18, 66]
Canada.__
____Many of their services were
revolutionary because they were designed
based on the lived experience and
expertise of the people who would use
these
services.
Their
success
demonstrates
the
potential
for
transformative change when service users
are fully engaged in reimagining services.
Sadly, even though people with physical
disabilities began to have greater
influence and control over their services,
many people labeled with developmental
disabilities still lived in institutions,
where they continued to have little say
[35]
over their services.

Img. 02: Solider receiving support from the War Amps.
From http://www.waramps.ca/about-us/history/

When injured soldiers from WW1 and
World War Two (WW2) returned home,
they did not want to live in institutions and
hospitals away from the community. They
wanted services to help them live
66]
successfully in communities. [18,_____They
created their own organizations so they
could have more influence and say over
services. They sat as advocates on boards
of disability organizations, led their own
organizations, and worked for the
government. [18, 66]
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Img. 03: Edwin Baker, blinded in WW1 and co-founder of
the National Institute for the Blind.
From http://thatallmayread.ca/explore-history/wwicnib/edwin-a-baker/

A DEMAND
FOR CHANGE
In the 1950s and 1960s, people started to
look to the unfair ways communities were
physically built and how laws and services
were organized that made it difficult for
people labeled with disabilities to participate.
People started to advocate for changes to
physical spaces and laws and regulations to
make communities more accessible for
[66, 78]
people labeled with disabilities.
During
this time, parents of children labeled with
disabilities did not want their children sent
away to hospitals or institutions. They
wanted their children fully included in
community schools.[18, 34, 66] These parents
advocated with the government and local
school boards to make this happen. As their
children aged, they created organizations and
associations that supported their children to
[18, 34, 66]
live successfully in the community.
It
was a positive change when these new
organizations gave families more power and
influence to design services. However, some
advocates argue that family members still had
more influence than people labeled with
developmental disabilities. As a result, service
users still had little influence over the
services offered and how to improve
them.[34, 92]

Img. 04: Student reading braille. From: Library and
Archives Canada/National Film Board fonds/e011176758
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In the 1970s, a number of civil rights
movements were taking place. Watching
these movements, people labeled with
disabilities began to fight for their rights
too.[34, 35] These advocates saw that disability
was not just about a medical condition, it was
about barriers in community that made
participation difficult for people labeled with
disabilities.[78] The human rights model of
disability was a new way of thinking. It says
that all bodies and minds are different and no
one is more "normal" than the next. We all
have different physical and mental support
needs. Our differences are not the problem.
Instead, the model views the problem as the
unfair ways communities are set up which
prevents some people from equally
participating because of the particular
support needs they have.[78, 79]

Img. 05: Disability Advocates. From: University of Texas at
Arlington Libraries, Special Collectionshttps://library.uta.edu/digitalgallery/img/10014442

Because of these beliefs, people labeled with
disabilities began to advocate for their rights to
full citizenship and participation in the
community. Their advocacy focused on
changing the community so people could fully
participate instead of trying to treat people in
[66]
hospitals and institutions.
During this time, a
number of advocacy groups for people labeled
with disabilities formed in Canada including
People First and the Council of Canadians with
Disabilities (CCD). These advocacy groups
worked hard to advocate for equal rights in
policies and laws. [34]

NEW MODELS
OF SERVICE
During this same time period, many selfadvocates became unhappy with
community-based disability services that
were leaving people labeled with
disabilities with little control over the
[34, 53, 92]
services being offered.________These
services often kept many of the ideas
and custodial practices of institutions.
New settings in group homes and
sheltered workshops kept people a part
from
the
rest
of
the
[34,
53,
92]
community.____________
Believing that people knew what was
best for their lives, Independent Living
Centre's were started as an alternative
to these services. These services were
led by people labeled with disabilities
and gave service users more choice and
[7, 18, 34, 42, 54]
control over services.________
These
services focused on consumer control
instead of professional control and selfhelp
instead
of
professional
[34, 53, 54]
treatment.
These services were
run by people labeled with disabilities.
The majority of board members had
disabilities themselves. [34, 42, 53]
Today, many people labeled with
developmental disabilities in Ontario still
receive services from community-based
developmental services organizations.
Unfortunately, these organizations are
often
criticized
for
continuing
[34,
institutional power dynamics. 35, 55, 81, 92]
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Img. 06: Two people in an independent living apartment.
From: University of Texas at Arlington Libraries, Special
Collectionshttps://library.uta.edu/digitalgallery/img/10014372

Some critics say that non-disabled service
providers may consult service users and ask
for their feedback, but they stop short of
involving service users in helping to plan and
make decisions about services. [48, 81, 92] There
is not enough published research to know if
this is true, and if so how common this may
be. [7, 8, 40, 72]
What we do know is that the organizations
we spoke with shared quite a few ways they
were actively engaging services users in
organizational planning and decision making
about services. We also know that advocates
today would like to have a say about services
offered and the United Nations Convention
on the Rights of Persons with Disabilities also
requires it.

THE RIGHTS
OF PERSONS
WITH
DISABILITIES
Many disability advocacy groups promote the
principles of collaboration and participation.
They describe people labeled with disabilities
participating in service design and policy
development in their missions, principles, and
approaches to disability justice. The long
standing disability advocacy group, the
Council of Canadians with Disabilities is one
example. They include in their guiding
principles, the principle of consumer control,
in which they state, “People with disabilities
must be involved in all stages of the
development of disability services and
policies and in all decision-making that affects
their lives”. [29]
These ideas are not unique to Canadians.
Some countries have made the participation
of service users with developmental
disabilities a priority—making service user
advisory boards and service user presence on
boards
of
directors
mandatory
in
[3, 14, 31]
developmental services organizations.
_
In these countries, the participation of
service users is often seen as an ethical and
democratic necessity. [3, 31] Unfortunately, in
Ontario no such law exists. Neither the
Services and Supports to Promote the Social
Inclusion of Persons with Disabilities Act
(SSPSIPDA) nor the Quality Assurance
Measures Act, which govern developmental
services in Ontario, requires service user
participation in organizations. [48]
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Some advocates, including Arch Disability
lawyer, Kerri Joffe have criticized these acts for
this reason. Joffe explains that SSPSIPDA does
not take a human rights approach to disability.[48]
A human rights approach emphasizes service
users labeled with disabilities as active
participants in services based on their rights as
citizens. Joffe suggests the Act positions people
labeled with disabilities as passive recipients of
services with few roles, responsibilities, or
decision-making opportunities in the services
[48]
offered by the developmental services sector.
Joffe's views are informed by the Convention
on the Rights of Persons with Disabilities
(CRPD). Article 29 states, that countries must
ensure “persons with disabilities can effectively
and fully participate in the conduct of public
affairs, without discrimination and on an equal
basis with others [...] including [...] participation
in
non-governmental
organizations
and
associations concerned with the public and
political life of the country." [4] Additionally, in
its preamble, the convention states "persons
with disabilities should have the opportunity to
be actively involved in decision-making
processes about policies and programmes,
including those directly concerning them." [4]
Joffe argues that SSPSIPDA falls short of
meeting the expectations for service user
participation in organizations reflected in the
United Nations Convention on the Rights of
Persons with Disabilities (CRPD). According to
Joffe, developmental services in Ontario
requires further transformation to give power
and control over services to people who use
those services. Thereby shifting people labeled
with disabilities from passive and dependent
service recipients to active participants and
collaborators involved in the design and
evaluation of developmental services. [48]

A BETTER
FUTURE

“The principle of participation
requires that people with
disabilities are integrated into
society, participating actively in
the formulation and
implementation of policies,
services and supports that
directly affect them. Participation
requires that people with
intellectual disabilities be
consulted with and involved in
the development and
implementation of enforcement
mechanisms in the
developmental services sector”
(Joffe, 2010, pg. 117).

While historically, developmental services has
evolved largely guided by the knowledge and
direction of non-disabled service providers
and government, we can choose a different
path. We can re-imagine organizations where
credence and space is given to the voice,
lived experience, and knowledge of people
labeled with developmental disabilities. We
say the sector requires transformation. We
say we envision a sector that promotes selfdirection, choice, belonging, and citizenship.
For true transformation to occur in
developmental services, power must be
shifted toward people labeled with disabilities
such that service users have greater voice,
choice, and control over the design,
implementation, and evaluation of services.
That through working together with service
users and organization[55]leaders alike, the
current table of decision making is dismantled
and something more beautiful is built in its
place.

Img. 07: Four disabled people of colour gather
around a table during a meeting. From: Disabled and
Here- https://affecttheverb.com/disabledandhere/

[48]

"I want us to not only be able to be part of spaces, but for us to be able to fully engage in spaces. I
don’t just want us to get a seat at someone else’s table, I want us to be able to build something
more magnificent than a table, together with our accomplices. I want us to be able to be
understood and to be able to take part in principled struggle together—to be able to be human
together. Not just placated or politely listened to." (Mingus, 2018, para. 4) [62]
- Disability Advocate, Mia Mingus
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Key Ideas
An easy to read summary of section four
Early 1900s

People labeled with
disabilities are supported
in institutions and
separate schools away
from the community.
Volunteers and
professionals decide what
services people need.
People have no say in
their services.

1970s

Self-advocates including
people labeled with
developmental disabilities
start forming advocacy
organizations.
Self-advocates start
advocating for more
inclusive communities.
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WW1 & WW2

Soldiers want services in
the community and not in
institutions.
They start their own
organizations and
advocate for new services.
People with physical
disabilities are leading the
way.

1970s and 1980s

People labeled with
disabilities were not
happy with community
based organizations that
gave them little control
over their services.
They created independent
living centres, where they
led the organization and
sat on the board.

1950s & 60s

Families start advocating
for more services in the
community. They want
their children in
community schools and
living in the community,
not in institutions.
Families create community
based organizations.

Today

The UN Convention on
the Rights of Persons with
Disabilities says people
labeled with disabilities
should be able to
participate in
organizations.
Advocates say people
labeled with disabilities
should be a part of
planning and evaluating
developmental services.

D R A F T

6
What past
studies have
to say
What can we learn from past
studies and research to help
inform our thinking about
service user participation? We
found the following principles
were common findings from the
papers we reviewed. These
principles act as guideposts to
help frame our thinking.
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Communities are made up of more than just places, spaces,
and people, they are also made up of services, laws, rules, and
common practices. Over time, these just become the ways we
do things. We call these societal structures and social norms.
Societal structures and social norms control what roles, power,
and influence certain groups of people can and cannot hold.[90]
_
Sometimes these rules are not fair and give more power to
some groups of people and less to others. When this happens,
some groups of people have more power to make decisions
and their knowledge, experiences, and perspectives get to
shape those decisions. For those who are excluded from
making decisions, their knowledge, experiences, and
perspective have less power to influence change. [90]
Organizations in our communities also have ways of doing
things. Past decisions about what is the right way to do things
in the organization just become common practice over time.
Sometimes these practices make space for service users to
take part. Sometimes these practices do not. Developmental
services organizations that want to include the perspectives of
service users in organizational decision making must first
reflect upon what roles, power, and influence their
organization has defined as ‘appropriate’ for service users to
hold. What boundaries and structures has their organization
upheld that has kept the voice of service users ‘in their place’
or even silent?
This
is known as structural oppression, when society,
communities, and organizations are structured in a way that
oppress some groups of people while maintaining power for
others. In developmental services this becomes a form of
structural ableism where structures and practices are in place
to privilege the voice and knowledge of abled bodied service
providers and little credence and space is made for the voice
and knowledge of people labeled with intellectual and
developmental disabilities.
Organizations seeking to dismantle this form of structural
ableism, and introduce more democratic decision-making
processes can look to the following principles we found from
reviewing a number of past studies and articles on service user
participation. Some of these principles include some complex
ideas. We will start with a summary of the main ideas. People
who are interested in learning more can read the following
more detailed explanations.

Main Ideas
An easy to read summary of section five

PRINCIPLE 1

It is important to create a culture
supportive of service user participation
1. Involving people labeled with disabilities in designing services
means they need to be seen as partners and collaborators in
developing those services.
2. Leaders need to make sure the whole organization welcomes
service users to participate. Employees need to recognize
service users' right to participate and see that it is important.
3. Leaders need to include service user's ideas and input in
strategic plans, policies, and when designing new services.

PRINCIPLE 2

Formal participation methods and roles
are necessary for full participation
3. There must be many ways for service users to participate in
different parts of the organization, not just one way. This can
include annual feedback surveys, creating new services,
positions on advisory councils and boards, and more.
4. Some studies say that service user advisory boards or
positions on organizational boards and committees are more
empowering types of service user participation. This is because
they allow for open conversation where members can take part
in and influence decisions. They have been found to be more
beneficial for the organization too.
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PRINCIPLE 3

Power must be shared to give
service users equal authority in the
decision-making process
5. Many authors say that a seat at the table is not enough.
This means just being invited to participate is not enough.
Service user's experiences and ideas must be valued and
considered like everyone else's.
6. The way decisions are made must make sure the ideas
and input of service users are equally considered and have
the same influence as other members at the decisionmaking table.

PRINCIPLE 4

Provide accommodations to
support participants labeled with
intellectual and developmental
disabilities to fully participate
7. People might need support to fully participate. If
support like larger font, accessible meeting spaces, and
other accommodations are not made, then people cannot
fully participate. People’s specific strengths and needs
should be considered first before selecting
accommodations.
8. Organizations cannot only consider how people labeled
with disabilities can be accommodated to participate in
existing processes. We must also question the ways we
plan and make decisions. Sometimes we need to embrace
more inclusive and diverse processes of working together,
sharing knowledge, and making decisions so that everyone
can fully participate.
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Organizational
leaders must foster
a culture that is
supportive of
service user
participation
More and more studies are reporting
that service user engagement leads to
more effective and better quality
[15]
services. Studies have also found that
engaging people labeled with disabilities
in designing services requires a cultural
shift such that service users are seen as
partners and collaborators in designing
[31, 56]
services.
This means parting ways
with past perceptions of service users as
solely service recipients in need of our
care and subverting “the traditional
expert-client relationship”. [12, _p. 246, 52]
Instead, people using developmental
services need to be recognized for the
valuable knowledge and expertise they
bring to planning tables, and the positive
influence their presence has on how we
plan and think about services. [23, 31]
Studies tells us that an organizational
culture receptive and open to service
user participation needs to permeate
structures
and
practices
within
organizations to support service user
participation and ensure service users
have the power to affect change.[23, 31]
One study found that effective service
user councils relied on the explicit
support of organizational leaders who
set clear expectations for meaningful
participation in decision making.[3]
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PRINCIPLE 1

This is similar to another study, which shared that
leadership commitment was key to the success of
service user participation because leaders are able to
advance their input within the organization's strategic
plans and policies.[15] This is what one disability scholar
and advocate refers to as ‘champions,’ arguing that
service user participation is dependent upon
organizational champions who will incorporate service
user feedback and knowledge into organizational
processes and structures. [7] What these findings allude
to is the need for mediating leaders and allies who will
actively work to shift culture and support service user
participation at a level reflective of partnership and
collaboration by enacting supportive structures,
practices, and plans.

Formal
structures and
roles are
necessary for
authentic
participation
In a recent study, Bombard et al. (2018)
noted that current research points to the
need
to
move
beyond
traditional
consultative forms of service user
participation such as surveys, ad hoc town
hall forums, or complaint processes and
engage service users in the design,
delivery, and evaluation of services.[15] They
found that methods that involved higher
levels of engagement such as co-design
were linked to more influential outcomes
such as changes to service delivery, and
better governance and organizational
planning.[15]
However, in order for organizations to
offer meaningful and authentic forms of
participation,
formal
structures
and
opportunities for participation must exist
at multiple levels in the organization.[15, 24, 46,
51, 55, 64] Some reviews found that methods
of participation that were continuous,
embedded in the organization, and
involved service users in decision making
[23]
had greater power to influence change.__
Other studies suggest that specifically
service user advisory boards or positions
on organizational boards and committees
offer more empowering means of service
user participation than typical consultative
feedback processes, and result in more
responsive and effective organizations. [42, 71]
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PRINCIPLE 2
Different from other methods of service user
participation, such as surveys and complaint lines,
membership on advisory councils, boards, and
committees offer formal and consistent means of
participation. These methods are said to be
transformational because of their inclusion of open
dialogue, which enables members to share decision
making influence and power.[3, 15, 45] These bodies
also offer formal roles and positions for service users
to hold. Studies call for these roles to hold influence
and power and be supported by opportunities for skill
development, critical reflection, and personal growth.
[20, 50, 21, 46] Studies also called for a certain percentage
of board or council seats to be held by service users
and that these bodies be jointly led by a co-chair who
experiences disabilities. [8, 15, 58] Research has shown
these practices support a “shift in the balance of
power among board or council members” and are thus
required for transformational change. [8. p. 141] Other
authors have argued that positions on Boards of
Directors are more empowering than advisory
councils that only have the power to advise. [46]
_
However, one must remember that the power and
authority given to members of different Boards of
Directors and advisory councils are each unique. They
are likely to intersect upon a continuum of influence
and power where one form of participation may be
more or less empowering than the next.
Regardless of the form of participation, ensuring a
seat at the decision-making table is certainly a
progressive step. However, unless those members
labeled with disabilities hold equal power and
decision-making authority, their participation will
remain
a
token
and
likely
disheartening
[8, 20, 39, 90]
experience.

Power must be
shared in a way that
gives the voice of
service users equal
weight and
authority in the
decision-making
process

PRINCIPLE 3

Traditionally,
power
over
services
offered at an organizational level has
rested in the hands
of service
[21,
55,
92]
providers.
However, authentic
participatory decision-making processes
welcome new voices to the table–
placing service users in positions of equal
influence, with equal decision-making
power. [50, 56, 64, 90]
Without this shift towards shared power,
involving service users in service decision
making bodies like advisory boards,
organizational boards, and steering and
co-design committees, results in little
change with professionals retaining “all
or
most
of
the
power,
and
consumers/survivors having minimal
opportunities for having a say about the
programs that serve them”. [64,
____
p.11]
Transformative decision-making bodies
require service providers to shift from
the position of expert or authority to
partner. [50, 64] They involve the expansion
of legitimate and valid forms of
knowledge and inquiry to include the
lived experiences and expertise of
service users. [7, 45, 50, 58, 64, 90]
And, they
require service users to not only have a
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voice at the table, but to have true influence over the
decision-making process and the agenda. [8, 24, 25, 42, 90]
All this points to the need to welcome service users as
full members of the decision making body and to
recognize their lived experiences as a valuable
expertise. This means decisions cannot be made in
advance and service providers should account for how
service user’s advice and input was acted upon. [15, 20]
The process to which consensus is built and final
decisions are made must ensure all voices to have
weight and influence. Thus, models of participatory
decision making about services must be constructed
with collective leadership and decision making
authority between service users and service providers
participating in the model [45, 50, 64] where not only
decisions are shared, but influence over what comes to
the table itself. [24, 26, 42]

PART TWO
OUR RESEARCH
Given what we learned from past
studies, we wanted to understand
what models of participatory
service planning and decision
making met the inclusion goals of
service users in community based
developmental services
organizations. This section
summarizes what we heard from
service users and service
providers when we asked how
people want to participate, what
helps and hinders their
participation, and ultimately, why
it is important.
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Accommodations
to support
participants
labeled with
developmental
disabilities to
fully participate
A common caution from the disability
specific studies we reviewed was that
unless organizations accommodate the
participation needs of participants
labeled with disabilities, then their
presence risks becoming a form of
tokenism. [20, 21, 77] Some
of
these
accommodation
practices
include
transportation,
accessible
meeting
spaces, use of plain language, preparatory
meetings to ensure participants feel
prepared, board mentors, frequent breaks
and more. [8, 20, 40, 46, 77] These structures
and supports are unique to the individual
and will shift and change depending on
the person who is participating.
However, as one scholar challenges,
accommodation presumes that current
processes of creating and sharing
knowledge should be left intact. [36] It
should also be considered how the
knowledge sharing and decision-making
processes in these settings may need to
be fundamentally altered to embrace
alternative forms of, and pathways to
knowledge. [36]
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PRINCIPLE 4
Dutta (2016) challenges knowledge formation
processes that uphold an ‘epistemic superiority,’
privileging some sources, methods, and pathways to
knowledge while marginalizing others. Instead, settings
looking to reinvent themselves and embrace the
knowledge of service users must not only consider
how people labeled with disabilities can be
accommodated to participate in their predefine
processes, but must also question the ways in which
they operate and embrace more inclusive and diverse
processes of knowledge sharing, decision making, and
[36]
planning such that everyone can fully participate.___
Organizations that do not ensure accommodating
structures and supports are in place for participation
and who are not open to new knowledge formation
processes, prevent people labeled with disabilities
from equally participating in organizational decisionmaking processes.[77] This would be a further affront to
the justice and equity rights service user participation
seeks to achieve.

7

WHY IS IT
IMPORTANT?
We asked people who use
developmental services and employees
of these organizations why it's important
for service users to participate and be
heard.
Their responses told us that service user
participation is being true to what we
often say is important in developmental
services—equality, belonging, selfdetermination, collaboration, and
respect.
Service user participation allows
organizations to live out these values in
tangible and significant ways.

Equality

Belonging

Service user
Participation

Self-determinatio
n
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"We need to be practicing what we
preach about dignity and about
fostering belonging and those sorts of
things. And the simple activity of
planning together and deciding things
together is us being true to who we
are and us being ethical as an
organization. So it's important...
because otherwise we lose validity if
we don't have these things in place"
- Service Provider

VALUE 1: EQUALITY

VALUE 2: BELONGING

Key idea: Service user participation recognizes
service user's perspectives as equally valuable
and worthy of being heard.

Key idea: People experience belonging when
they use their gifts and skills to improve
community based organizations.

Every person has value. Every voice is worthy
to be heard. Many people we spoke with
shared these sentiments and told us that
seeking input from service users is about
valuing people and recognizing the worth of
their perspectives. But more than that, it is
about recognizing their perspectives as equally
important as others. Historically, people labeled
with disabilities have contended with ableist
beliefs about their value as people and the
worth and validity of their perspectives. Many
service users told us that their opinions are just
as important as service providers and should be
heard just like anyone else.

While Developmental Services has worked hard
to uproot ableism and promote belonging and
participation in the community, have we taken an
equally hard look within our own organizations?
Belonging happens when people use their gifts
and skills in the community and when those gifts
and skills are welcomed and valued. People we
spoke with shared that as part of the community,
service organizations have a responsibility to
create space for service users to belong too. If
we truly believe communities are better when
they include and are shaped by the perspectives,
gifts, and presence of people labeled with
disabilities, then we need to be practicing this
within
our
organizations.
Service
user
participation provides a way for organizations to
work together with service users and involve
their skills, gifts, and perspectives in shaping the
services that are provided to the community.

In fact, people's lived experiences as a service
user offer a unique, valuable perspective, and
expertise–a role service providers are unable to
fill themselves. Their perspectives and ideas are
critical in shaping services that are relevant to
what people want and need. Providing multiple
opportunities to participate and be heard in an
organization overturns past societal injustices
where the voice of people labeled with
disabilities was less valued and often unheard.

"Somebody who has some kind of disability,
physical or mental, they should be heard in a
proper way any like anybody else would
want to be heard, you know?"- Service User
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"If we believe that...communities are better
because everybody belongs, then what areas of
the organization should service users not have
influence? None, right?"- Service Provider
"If everyone is not involved and participating,
it’s really hard to have a community where you
feel that you belong. So, I think the influence of
having service users having a voice makes a
better community on an organizational level, on
a citywide community bigger level, and on a
global level." - Service Provider

VALUE 3: SELF
DETERMINATION
Key idea: Empowering forms of service user
participation like co-design means moving away
from planning services for people and moving
towards a more empowering approach of planning
and leading services with people.
People
we
spoke
with
explained
that
developmental services organizations exist to
provide services to citizens labeled with intellectual
and developmental disabilities. These services are
provided on behalf of the community and citizens
who use these services should be engaged in
lending their experiential knowledge and expertise
in designing, evaluating, and improving services.
Many organizations spoke about the need to centre
the voices and lived experiences of service users in
their planning and visioning. Service providers told
us this is a shift away from assuming we know what
people want and need and instead recognizing that
to do our jobs well, we need to listen to people.
Opportunities to participate that give service users
true voice and influence at planning and decision
making tables allow the values of selfdetermination and choice to unfold at an
organizational level. This includes opportunities like
co-design, participating on planning and steering
committees, membership on the board and more.
Without opportunities such as these, we continue
to maintain power and control doing things for
people instead of moving towards a more
empowering approach of doing things with people
or having things led by people.
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"I think it’s really important that if the
service is for a particular group of people,
they need to have a say in what that
service is. And so, without having that
co-design piece, you are doing for and
not with. And really, all of our work
needs to be done collaboratively doing
with, not for people."
- Service Provider

"We get involved in every plan they are
making, because without us...the
organization doesn’t go forward without
participants. Every participant has a
voice, even though they can't speak for
themselves, they have a voice."
- Service User

VALUE 4: COLLABORATION
Key idea: Service user participation is a practical
way organizations and service users can
collaborate and partner together in creating the
best possible services.

Similarly, there was a desire from service users
to work together with organizations. We heard
terms such as "we're all on the same team"; "it's
an equal partnership"; and a "having a unified
voice". We learned from our conversations with
people that service user participation is
necessary in order for organizations and service
users to work collaboratively as a team, united
in their effort to create the best possible
services.

"What makes it work well is the
fact that people are dedicated to a
common goal of having an
inclusive place, and that we’re all
on the same team at [the
organization], so it helps that the
staff and the committee members
are all united and committed to
the same goal."- Service User
We heard examples of collaborative partnerships
where service users and organizations saw
themselves all on the same team—working
together towards a common goal of making
services the best they can be. Both service users
and service providers told us this partnership
was valuable and that the voice of service users
needs to be heard as part of that partnership.
Some employees talked about the future of
developmental
services
as
one
where
organizations co-design and co-lead services
with service users.
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"It feels sometimes like it'll never happen.
We'll never have this amazing integrated
service user co-designed co-lead
organization. We're always going to be
stuck in our ways. But if we look forward
15 or 20 or 30 years, I think we can see a
much better future where we are all one
team together to help create communities
where everybody belongs."
- Service Provider

Key Ideas
VALUE 5: RESPECT
Key idea: Service user participation means
respecting self-advocates when they say they
want to be involved.
We heard from service users that developmental
services have a significant impact on their lives
so naturally they want to be involved in shaping
those services. The desire to be present at tables
where decisions and plans are made that effect
their lives is not a new desire. Self-advocates
coined the phrase 'Nothing about us without us'
over thirty years ago advocating to be part of
[77]
policy, program, and service planning tables. __
Service user participation is a way organizations
can respect service user's desire to be involved
in
service
planning,
evaluation,
and
improvement. It is a necessary step in respecting
advocates when they say Nothing about us
without us.
"It is important because it's their lives. So
then like, that's the main reason why cause
like you're affecting their lives."
- Service User
"I think it's important because we, all of us
use that organization." - Service User
"Absolutely. I think it’s very important for
people to have a voice in the organization,
only because it’s a place where they get
support from, so it’s a very important
connection to have in their lives[...]they
should have the confidence and should be
able to speak up [...] and have a voice about
services only because it is very important to
them as individuals."- Service User
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Service user participation is important.
Many of the reasons people say it is
important are similar to values that are
important to developmental services. These
values include equality, belonging, selfdetermination, collaboration, and respect.
We heard the following things about service
user participation.
Service user participation values
the worth of people and their
opinions as equally important.

Service user participation fosters
belonging within communitybased organizations by allowing
service users to contribute their
skills and perspectives.
Service user participation means
moving away from planning
services for people and moving
towards planning and leading
services with people.
Service user participation is a
way service users and
organizations can partner
together to create the best
possible services.
Service user participation means
respecting self-advocates when
they say they want to be involved.
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"Without information from people,
we would not know how to make
adjustments to our mission, vision
values. We don't know how to make
adjustments to where we see the
organization in five years as well as
determining what are the priorities
for people that you serve? If we don't
ask you (people using services), how
would we know that kind of thing?
So, it's very influential. It's why I
have a job. If you don't tell us what
to do, if you're not needing our
support to do things, then we don't
need to be working as an
organization. So, you have the
highest level of influence within our
organization, people who use
services."- Service Provider

8

What
difference
does it make?

"When people are involved in
helping us to think about what has to
happen in the organization, part of
helping us to plan and make that
happen in the organization, helping
to get feedback on whether or not
it's meeting the mark, it not only
changes for better services, but it
changes us in realizing everyone's
value and everyone's contributions."
-Service Provider
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We asked people what difference
service user participation makes
People let us know that service user
participation makes a difference for service
users, organizations, and communities.

"It's making that difference and
being the voice of others and trying
to push for a change"
- Service User

For Service Users
We asked service users what difference participating in developmental service
organizations made in their life. Here is what they had to say.
Provides a sense of purpose
Service user participation is an
important role. Through it, service
users work on behalf of those who
cannot stand up for themselves–
pushing for action and working for
positive change.

It's rewarding and enjoyable
Participating in organizations and
making a difference in people's lives is
rewarding and enjoyable. We heard it
was both worthwhile and an honour.

An opportunity to learn and grow
People learn and grow from their
experiences participating.
Opportunities to take part in training
and conferences help people to learn
new skills and perspectives.

Builds confidence
Participating in advisory and
advocacy councils builds people's
confidence in advocacy, achieving
personal life goals, and in their own
gifts and abilities.

Expands connections
Participating in groups with others
builds new connections and
supportive relationships.
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"I hope the self-advocate
council continues after I am
gone because to this day, we
made groundbreaking steps in
that organization and I hope it
continues."- Service User

For Organizatopns
and Communities

Service users and service providers told us service user
participation makes a positive difference in the organization and
broader community in the following ways:
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QUALITY
SERVICES

Service users bring
attention to things that are
working well and things
that need to be improved.

INFORMED
ADVOCACY

RELEVANT
SERVICES

Service users point out
the services people want
and how they want those
services provided.

IMPACTFUL
ADVOCACY

Service users use their The collective voice of service providers
and service users is stronger, more
experiences to help
impactful,
and carries more weight.
organizations learn which
Service
user's
experiences, stories and
government programs
perspectives
help
the government to
and policies need to
better
understand
the
issues that need
change.
to be addressed.

BETTER PLANS
& DECISIONS
Including the perspective of
people with lived experience
results in better plans and
decisions.

FUTURE
PLANS
Service user's ideas and
goals provide direction to
strategic plans and new
service opportunities.

"So I think one of the big
benefits of having people
that use our services
collaborate and be part of
planning and decisionmaking is that we're going
to actually plan things that
people want. We're going
to decide things that people
want and it'll help us to be
relevant."
-Service Provider
"It was really interesting to
teach the courses with a
service user in the room. It
would change the whole
feeling of the classroom.
The way staff talked about
your work changed. They
were much more careful to
use respectful language to
keep confidentiality
because they knew that
there was a service user
listening"- Service Provider
"To be a self-advocate it's
important because being
the voice for people who
cannot speak for
themselves and being a
self-advocate is not a joke,
it's a real job and it’s a real
honour."
- Service User
" I’ve been at this
organization for 20+ years
and I know I don’t know it
all. And that’s a good thing
because that excites me to
come back to work the next
day and learn more and ask
questions and listen and to
be comfortable with
somebody telling me I got it
wrong so that I can hear
that feedback and make
some changes and listen to
those suggestions and make
a difference."- Service
Provider
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VALUED
CONTRIBUTIONS
Service user participation
helps employees and the
broader community to
see the value of the
contributions of people
with disabilities.

EMPOWERED
PEOPLE

INCREASED
CONTRIBUTIONS
Service user participation
encourages employees
and organizations to be
more respectful and
inclusive in other areas of
the organization.

PROTECTED
PEOPLE

Service user participation
helps shift the organization
from doing things for
people to people self
directing their lives.

Service user participation helps
service users understand their
rights and promotes less
restrictive and more rights-based
approaches to service delivery.

REPRESENTED
PERSPECTIVES

SHARED
PERSPECTIVES

Service user participation
gives service users a
platform to represent their
voice and perspectives in
the organization.

Service user participation
provides opportunities for
perspective sharing and
collective learning between
service providers and
service users.

WHAT PAST STUDIES SAID

Past studies said that service user participation benefits service users and organizations.
Benefits to service users
Improves health and wellbeing

Greater self-esteem

Greater sense of empowerment

Skill development

Sense of self-efficacy

Greater independence

[13, 15, 26, 42, 52, 71]

[12, 15, 23-26, 44, 90 ]

[12, 15, 44]

[15,21]

[24]

[15]

Impact on services
Services more responsive to the
needs and desires of service users

Improved quality and
accountability of services

More effective and efficient
services

Improved satisfaction with services

Increased service utilization rates

More relevant and accessible
communication materials and tools

[6, 31, 52, 71]

[6, 15, 44]
[31, 71]

[15, 31]

[24, 52]

[31]

Impact on organizations
Greater organizational learning
[12,15]

Greater effectiveness in achieving
organizational goals and reduced
barriers to services
[71]

Greater impact on community
[71]
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Increased levels of service user
participation in other areas of the
organization [15, 44]
Improved employee attitude towards
people labeled with disabilities [31]
Engaged supporters in political
advocacy towards change [44, 71]

9

What makes
it hard for
people to
participate?

It was clear from our conversations that
service providers and service users felt that
service user participation was important.
We also heard of the positive difference
people felt it made. So, we wanted to
understand what stops people from
participating. What things make it hard for
people to take part and have their voice
heard?
The following list is a helpful guide of things
service users and service providers told us to
avoid when working towards service user
participation. These barriers fall under three
main themes:
A lack of authentic and influential
methods of participation in the
organization.
Exclusion or a lack of support to fully
participate.
Feeling uncomfortable or being unsure
of how to participate.
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1. Few Opportunities to
Participate
When there are not many
opportunities for people to
participate or share input.
"If we don't give people the platform to determine what's
right for them, they continue to be disempowered. And I
think our whole focus is about empowering people. And if
their voice is not heard that's the number one way to be
disempowered."- Service Provider

2. Participation
Opportunities are
Inaccessible
Written and spoken words are not plain language.
There is a lot of reading required.
People are not provided the accessibility support they
need to participate (ex. Braille or audio files, large font,
sign language etc.).
When feedback opportunities and topics are not
explained or implemented in a way people understand.
When organizations are unwilling to adjust how they meet
and make plans and decisions together so everyone can
take part.
"I don't think it's fair to invite people to come and be a part
of something, but only on your terms in the way that's
always worked for you [...] I think we need to be willing to
flex and figure out something that works for everybody. So I
think that would be a barrier, that the organization might
say, well, this person won't be able to participate because
they won't be able to participate in this way, but maybe we
could find a different way." - Service Provider
“When we go to a board meeting, some of it was very hard to
grasp. If you didn't have someone beside you that can interpret
and explain it to you, then you're like, '...uh'. And they want you
to vote on it, but how can we vote on something if you don't
understand the material?"
- Service User

3. Feeling uncomfortable
participating or being afraid to
speak up
Fear of ‘getting in trouble’ for speaking up.
Feeling intimidated sharing input and
ideas with employees or organizational
leaders.
Feeling too shy to speak up.
Finding it hard to share your idea or
perspective if it differs from your family or
support circle.
Feeling uncomfortable participating in a
new group.

4. Not knowing
how to take part
or contribute your
ideas, gifts and
skills
When people do not participate because
they do not realize the gifts, skills, and ideas
they have to offer are valuable.
When people participate but they do not
speak up because they are not sure how they
are expected to participate or how their ideas
and perspective may be of help.

5. Having support from someone
to participate that is unhelpful or
having no support at all
Not having the support you need from
another person to participate.
Having support from someone that is
unwanted or unneeded.
When staff speak for a person instead of
supporting the person to communicate their
own perspectives.
When staff take over the roles,
responsibilities, and decisions of service
users in the participation opportunity.
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6. Being excluded or prevented
from participating
When organizations or support staff
assume people are incapable of
participating, giving ideas and input so
they are not invited to take part.
When organizations do not believe
service users can provide valuable input
about services or service users should not
be part of service planning.
When organizations struggle to engage
services users who communicate in ways
other than through words or writing.
When a person’s support circle decides
they cannot participate.
Being asked to step down without an
explanation.

"It’s hard for staff to let the bird fly
out of the nest. What I mean, let the
bird fly out the nest is let the selfadvocate do the work. Because they
got the brains, they got the gifts and
the values. They know what they're
doing. Yeah. They maybe need
support, but so be it. [Give] them a
little bit of support”- Service User

7. Tokenism–when your input has
little influence or value in the
organization
When service user’s input has less influence
or is given less consideration than other
stakeholders participating in the participation
model.
Not having influence over what topics to
provide input and ideas on.

8. Service providers believing they
know what service users want and
need
When service providers make plans and
decisions without involving service users
because they believe they already know what
service users want and need.

9. When organizational leaders are
committed to service user
participation but managers and
employees are not
When managers or direct support employees
do not listen or give service user's input due
consideration.
When managers or direct support employees
do not bring service user’s input and ideas
forward.
When managers or direct support employees
think their ideas are more valid or important.

10.Past experiences not being
heard
When people have felt unheard in past
participation opportunities, they may not
feel it is worth participating again.
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“When I attended [past
organization's] board meetings, all I
was there, it was just to listen. And
that's it. I was not allowed to vote.
[...] I wasn't even allowed to be an
actual board member. So that's,
that's a lot of barriers for someone
to go through.” -Service User

“Sometimes we
plan without paying
attention to what
people are
interested in. We
think we might
know best what
people want.”
-Service Provider

“Cause we're the ones who have lived
experiences kind of thing. So it was like,
it's better to learn from people who
have lived experiences rather than who
thinks they know what's going on.”
- Service User

"So, if you have feedback about something
and you give it to someone and they do
nothing about it, you’re going to share that
experience with other people who may
choose not to give feedback too. Whereas, if
you’re giving feedback or evaluation on a
particular project and you can see that what
you’ve said makes a difference in how things
move forward, then you’re going to be more
apt to share that experience and hopefully
have other people step forward and share
their experience as well. So, action. I think
action is one of the biggest influences."
- Service Provider

11.Organizations are not used to working together with service users
In the past, developmental services organizations did not always collaborate with
service users so space was not left to listen to people.
As a result, systems and processes of including service users in planning and decision
making may not have been built.
Today, including service users may not always be a part of how organizations make
decisions.
It will take effort to figure out how to include service user participation models in
processes of decision making and service planning.
12.Worrying that input and concerns shared will not remain confidential
When service users choose not to participate or provide input because they are
worried their feedback will not remain confidential.
When people question if service users participating in the model can keep confidential
topics private.

13.When government rules and laws
mean not all input can be implemented
Not all input or ideas people have can be
implemented because there are government
laws and rules that decide what changes
organizations are allowed to make.

14. Lack of transportation to participation
meetings and events
15.Trouble accessing or using
technology needed for participating
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10
Knowing what makes it hard to
participate in developmental
service organizations, what can be
done to overcome those barriers?
The people we spoke with shared
different ways organizations can
help service user participation
work well. The following section
walks through their top tips and
advice. Their answers can be
summarized as:
1

Creating a supportive and
welcoming environment

2

Offer inclusive and
influential methods of
participation

3

Engaging and supporting
committed members
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What helps
people to
participate?
Step 1: Create a supportive and welcoming
environment
For people's input to have true influence, organizations
need to value and welcome the knowledge, gifts, and
participation of service users. Those we spoke with shared
a few things organizations can do to create an
environment and culture that help service user
participation work well.
1. Actively seek the input and participation of service
users. This is done best when...

Organizations offer a variety of ways to
participate so people can take part based on
their skills, strengths, and preferences.
There are opportunities to participate at
multiple levels in the organization and each
stage of the service delivery cycle. Service
users have unique, valuable perspectives that
can help make the organization better. When
service users are participating at multiple levels
in the organization, there is more opportunity
to influence change. They also expressed a
desire take part in all stages of service delivery
from design, planning, evaluation, to
improvement.
Organizations seek the ongoing, regular input
and participation of service users.

2. Service users are viewed as valuable
partners and collaborators in designing and
planning services. Collaborative partnerships
stemmed from empowering beliefs about
service users, their roles, right to participate,
and service user participation in general.
Embracing these beliefs requires moving
away from disempowering roles we believe
are 'appropriate' for service users to hold
whether that be no role in organizational
service planning and decision-making or the
role of a consumer limited to consultation on
agendas and plans already determined by
service providers. Instead, our results
demonstrate that collaborative partnerships
are founded on beliefs that:
people labeled with developmental
disabilities are equal,
their lived experience is a valuable
expertise,
their participation is beneficial for
organizations,
and they are necessary partners in
designing community-based services.

4. There is a system and structure to support
the participation of service users, welcome their
input, and then learn from and act on what was
shared.
5. Organizational leaders have shown they are
open and receptive to input and ideas,
thoroughly consider what is shared, and are
willing to take action in response. Service users
shared they are more willing to take part when
they trust it will make a difference.
6. Organizational leaders are committed to
championing the participation of service users.
This tends to happen when…
Leaders value it themselves.
Service user participation is part of the
organization's values, principles, and goals.
Leaders take a personal responsibility for
making sure service users are able to
participate. Many leaders shared they felt it
was part of their role to ensure service user
participation took place and others said
they witnessed leaders take a personal
responsibility to champion it.

What can leaders do?
Seek input from service users on
plans for advocacy and services.
Make time to attend spaces where
service users meet to seek their
input and involve them in planning.
Provide a variety of opportunities
for service users to participate and
be heard. Establish ways for
service users to bring their ideas
and input to organizational leaders
and give them a seat at service
planning and decision making
tables.
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Without a structure to support
ongoing engagement with service
users, it can easily not happen. Having
an established method of
participation where service users are
regularly meeting makes it easier for
organizations to seek their input and
collaborate on new ideas.
Recognize when service users are
missing from conversations about
services. Be willing to pause those
conversations until they are present.
Make it an expectation that people
using services are present during
service planning.

Don't assume existing planning
and decision making structures
should remain intact. Be open to
creative new ways for people to
participate and provide input.

Include service user participation in
strategic goals or organizational
values. Think of ways you can
establish the value and authority of
the voice of service users within your
organization.

Make seeking and integrating the
perspectives of service users a
formal part of decision making
processes.

Share stories of service user
participation and its impact in order
to motivate others to support it.

Establish processes for reviewing
service user input at the
leadership level and planning
action in response.

Require your employees to support
the participation of service users.
Consider having a designated role
to coordinate formal methods of
participation such as advisory
councils and to design creative
service user participation methods.

SERVICE PROVIDER

"It won't take much. It's simply giving a seat at those
tables where major decisions are had. Just give the
person supported a seat. So it just takes a flexibility on
us to just say we're not going to proceed with major
change if we don't have a person supported give us
input. Once we establish that and it becomes part of
our principles, then we will do it."
-SERVICE PROVIDER
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Step 2: Offer inclusive and
influential methods of participation
We learned from past studies and people we spoke with the importance of regularly engaging service
users in multiple different ways in the organization and making sure those methods give service users
true voice and influence. We also learned that of all the methods of participation, formal and
consistent methods that involve service users in service planning and decision-making are most
effective because they grant service users greater power to influence change. Collaborative
partnerships rely on influential methods of formal participation that are also inclusive and accessible,
for people labeled with developmental disabilities. No matter what ways your organization chooses to
engage service users, including at least one formal and consistent method with roles, positions, and
influence for service users is important. This section shares the key elements common amongst the
inclusive and influential methods of participation our participants were engaged in and can help you
think about how to design such a method in your organization.
1._Provide formal and consistent methods

2. Share decision making power and
influence

Fundamental to inclusive and influential
methods of participation is the fact these
methods
are
formally
established
and
consistently meeting opposed to ad hoc and
sporadic. This level of engagement made these
methods more influential because they provided
a platform and equal playing field from which
service users and service providers could share
decision-making power and influence, and
equally contribute knowledge and expertise. It is
through such collaboration these methods were
said to neutralized power imbalances between
service users and service providers.
This
included participation methods like membership
on the organization's board with full voting
rights, advisory councils that collaborated on
advocacy or service planning with organizations,
co-design teams that developed strategic plans
or new services, and equal membership on
committees
that
made
decisions
and
recommendations related to services. All of
these methods allow for greater involvement in
decision making and agenda setting, instead of
limiting service users to providing consultative
feedback on the agendas already decided upon
and controlled by service providers.

Unless service users have the opportunity to
influence decisions about services, they will
have little power to affect change. In some
cases, this may involve reclaiming spaces
where decisions are made about services–
spaces that have previously remained closed
to service users. In other cases, this may
involve dismantling tiered membership in
these spaces where people labeled with
developmental disabilities have held positions
of less power and influence. In all cases, it
requires people labeled with disabilities
having the same opportunity to take part in
decisions as other people participating at the
table. Here is how organizations told us they
were doing this:
People using services and employees or
board members participating together had
equal membership. Everyone has the
same power to influence change through
having an equal say on decisions, an equal
opportunity to bring ideas, input, and
agenda topics forward, and having the
same consideration given to their
perspectives and knowledge. Ultimately, it
is about being treated equally and having
your contributions equally valued.
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"There is no difference in the
way that service users are
invited or treated or
participate than how the staff
members are. So [co-design]
is, as much as it possibly can
be, an equal platform to have
a voice." - Service Provider
We heard it was important to have more
than one service user on the model. Service
users shared that they are often nervous to
speak up when there are more staff than
service users present on a participation
model. But when there were multiple
service users present, service users shared it
gives them confidence to speak up because
there is someone there who understands
their perspective. It also ensures a service
user is always there if one cannot attend.
Having new members on a regular basis
brings
new
ideas
from
different
perspectives and life experiences. The
people we spoke with shared that it helped
the organization continue to learn.
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3._Make the participation model accessible
Use plain language in your conversations,
presentations and written materials.
Consider the needs of the service users
participating. Would audio versions, large
font, avoiding acronyms or good colour
contrast help?
Encourage service users to speak up when
they do not understand something.
Be willing to adjust how you plan, make
decisions, and seek input so everyone can
participate. Sometimes we can assume
someone cannot participate because they
cannot participate in the ways we have
done things in the past.
Offer participation opportunities in diverse
ways so people can find a way that works
for them. This could involve going on a
walk instead of having a meeting to hear
people's input, using photos and images
instead of the written word.
GREAT IDEA- Use hand held coloured
signs so people can let others know if
the content is understandable and the
pace is okay.
Yellow = slow down a little bit
Orange = can you pause and explain
that a little more
Red = you lost me, can we go back
Green - keep going

4. Equip people to take part so they can fully
participate and offer meaningful input
Inclusive and influential means of participation are
a non-paternalistic form of collaboration not only
because they give service users true influence over
meaningful topics, but because they also support
and equip members to fully take part. Participants
shared this can involve:
Providing training on how the model works,
roles and responsibilities for members, how to
present information, and how to present
oneself.
Educate service users on the topics they will
be weighing in on and the laws and regulations
that impact those topics.
Present ideas and questions and explain
materials and documents ahead of time so
people can consider their response before
meetings.
Provide a mentor to guide new members and
answer their questions.

5. Involve service users in decisions about
important topics
Give service users the opportunity to influence
real change by contributing to decisions and plans
about service offerings, service improvement, and
future directions for the organization and
government. We spoke with a few service users
about what topics they would like to have input
on.
These included:
Services and programs the organization offers.
Where they live and who they live with.
What the organization advocates about with
the government.
How staff treat service users.
How things are run at the program they
receive services from.
How managers are performing.
How they spend their time.

56

"I think that what helps it be successful
is the kind members that are on it and
the kind chairperson that’s on it.
Because obviously you have to have a
very kind person to lead it, and our chair
is the best person I know to lead it. And
then the fact that we all have the same
common goal, that we want to pursue
inclusion, that we all want to have a
voice for important issues."
-Service User

5. Build a caring and supportive group
The people we spoke with said this includes:
Members supporting each other and new
members to feel comfortable to speak up.
Members making sure everyone has a
chance to be heard.
Members respecting each other's point of
view and ideas.
The group's guidelines and policies
include a responsibility for members to be
kind, supportive, and respectful.
Employees supporting the model are
kind, supportive, and respectful.
Employees supporting the model have
built trust and rapport with the members
so they feel comfortable and safe sharing
thoughts and ideas.
Employees supporting the model are
open and receptive to the feedback
shared.
Employees
supporting
the
model
encourage and equip service users and do
not take over their roles and
responsibilities.

6. Make sure service users feel the
method of participation allows them to
be heard by the organization
Service users talked about the importance
of being heard. They said they feel heard
when their input is truly listened to,
considered, and trusted. They felt the
model would not work well if they did not
feel heard. Service users are more willing to
participate and share openly when leaders
listen, and they can trust their input will be
seriously considered.
Important things to note:
Unfortunately, due to stigma, people
labeled with developmental disabilities
experience their perspectives being more
scrutinized or questioned than people not
labeled with a disability. It was important
for service users that organizations
trusted they were capable of sharing their
perspectives and their perspectives are
trustworthy.
People feel heard when their feedback
and ideas are seriously considered and
action is taken based on their feedback.
Their responses suggested it was
important participation models had the
power to initiate action and lead to
change in the organization.
Service users did not expect that all input
and ideas would be implemented. Some
service users said they understood if
organizational leaders had to make a
decision that differed from their input.
What they wanted was an open decisionmaking process where the reasons their
input could not be implemented were
explained.
Service users said they felt most heard
through in-person participation methods–
even if they were represented by another
service user and they could not take part
themselves. This same feedback was
heard from self-advocates in other
studies. [23]
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7. Offer face-to-face participation
opportunities
Service users who participated in the focus
groups agreed they prefer face-to-face
methods over other methods such as filling
out surveys. This way, people can interact
back and forth with each other–either in
person or virtually. Some advocates also told
us they would rather be represented by an
advisory group of service users than
complete a survey. This was because they did
not know if their survey feedback would be
reviewed, heard by the right people, and
action would be taken in response. What was
important to them was knowing their
perspectives were heard by the people who
have the power to make things better.

9. Offer opportunities for service
users and service providers to build
relationships

8. Include opportunities to hear from
families, but be sure this does not
replace hearing from service users
Service users recognized the value of
family
members
participating–some
believing the collective involvement of
service users and families lends more
weight and legitimacy to their input.
However, others were concerned when
input was sought from families and not
people using services.
Service users explained they have
unique perspective as someone who
personally
uses
services.
They
challenged models that only welcomed
the participation or input of family
members, arguing they are the ones
"living it" so they should have a seat at
the table too.
Service providers also valued hearing
from both families and people using
services, recognizing their perspectives
are unique. Service providers spoke
about the need to respect each
perspective and for both families and
service users to have places where they
are heard and can participate. Some
service providers spoke of the need to
have protected space where service
users could participate together without
family members so they could feel
comfortable to freely share their
perspective with the organization.
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We heard from past studies and both service
users and service providers that having good
relationships helps them to work together.
Organizations can help by providing
opportunities for service users and service
providers to socialize and get to know each
other. These relationships help us to:
recognize we are all working together
towards the shared goal of having great
services.
remember that despite differences of
opinion, we are all on the same team.
make formal participation models such as
organizational
boards
or
steering
committees stronger when we work well
as a team.

"I guess my point is what makes it work
well is that self-advocates are being
heard and we're all working together to
make the difference and we come up
with different ideas. That's what makes
it work well." -Service User

Step 3: Engage and Support
Committed Members
The people we spoke with shared what helps individual members be successful participating in the
model. This included:

1._Recruit service users who are committed to
making the lives of people labeled with
disabilities better and the services they use
stronger
Advocates who are not only willing to
participate and speak up, but who are
passionate and committed to seeing change
help service user participation models work
well. Service users shared a common desire to
see the voice of people labeled with disabilities
represented and heard. Service users said they
were motivated to participate because they
wanted to see people labeled with disabilities
treated equally and respectfully and they
wanted to help organizations offer the best
services possible. Service providers shared
examples that showed advocate's dedication to
addressing input and making services better.
They said members take a personal
responsibility for their roles and the work, and
are willing to overcome setbacks and work
patiently for change.

2. Ensure there is support from someone to
participate
Many of the people we spoke with shared the
importance of having moral and practical
support from a support person who values
service user participation.
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Support people could provide help by:
Supporting people to communicate ideas or
provide input (e.g. support to communicate
or complete an online survey, join a zoom
call).
Helping people prepare to participate by
reviewing and explaining materials, and
answering questions.
Providing physical support so people can
attend and be present (e.g. support physical
needs, transportation to events).
Informing people of opportunities to
participate.
Encouraging people to participate and
speak up.
Helping people to feel comfortable
participating.
Prioritizing opportunities to participate and
arranging schedules so people can attend.
What the organization can do:
Keep direct support staff informed of
opportunities to participate.
Help direct support staff to know
participation is a priority so they prioritize
helping people attend these events.
Be clear on how support people can
provide great support for the person
participating in the model.

3. Welcome people who need support to
express their ideas or share their
experiences to take part
People who need support to communicate
their ideas or experiences are often
excluded from research or feedback
gathering processes because of the
limitations of those methods. [16, 27]

"One of the other challenges is trying to
make sure that we make input
accessible for everyone. So sometimes
not everyone uses words to
communicate around a table. And so
how do we seek input from all different
people--people who sometimes not only
do not use words, but rely on other
people to help them in making decisions
and in helping them to voice their
input." - Service Provider
Current research says it is more unethical
to exclude people than it is to rely on the
support of their support circle to explain
their experiences. [27, 57] Oftentimes, people
who need support communicating have a
different lived experience than self[27]
advocates who can speak for themselves._
It is important to use accessible methods
of seeking input to learn their experiences
too.
Accessible,
creative
feedback
gathering strategies such as photovoice or
video diaries can capture people’s
experiences and visual perspective.

Some of the organizations we spoke with
used images and communication symbols
to help people provide input. Research has
found that the use of images is more
[17]
accessible. Unfortunately, there is not a
lot of research and guidelines on how to
seek input from people who need support
[33]
to express their ideas and experiences.
Past studies say gatekeepers such as
support staff, family, and friends may also
prevent people from taking part because
they believe they are unable to participate.[84]
While not an exhaustive list, the following
are a few tips from past studies we
reviewed.

What can help people to participate?
Find accessible ways to seek input. Be
willing to adapt current practices and
consider using photo or video methods.
[16, 17, 27, 41, 49]

Use plain language and accessible tools and
resources (e.g consent forms, interview
questions etc.). [67]
As much as possible, base questions on
people's life experiences. [38]
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Get to know participants' strengths and
needs. Adapt input methods to those
[27, 38, 57, 60]
participating.
Ask questions that are understandable to
the specific people you are seeking input
from. Sometimes this means using simple
yes/no questions. [27, 33]
When interviewing people, get to know
their yes or no – or involve support to
determine their consent throughout the
participation opportunity.[33]
Involving a support person to help people
participate:
Having a support person speak with a person
is a positive step towards participation. [27]
Participation may not be possible without this
support. Having this support allows us to learn
about the lived experiences of people that
have greater support needs.

Past studies have found the following
benefits:
Supporters provide contextual details and
deeper meaning.[27, 57]
Supporters know how to assist and interpret
the person's communication.[57, 60]
Supporters help people to feel more
comfortable participating. [57]
Supporters help people to prepare to
participate and understand the process
(consent, questions, etc.). [57, 86]
Supporters know when a person no longer
wants to participate or wants a break. [86]
Supporters give advice on how to prepare or
set up the interview/focus group etc. [86]
Organizations can help the support person by:
Giving guidance on their role so they know
how to support people to participate
without sharing their own perspectives or
leading people in their responses.[57]
Directing questions at the person and not
the person supporting them. [33]
Asking the support person why they think
the person thinks/feels that way so they can
ground their answers in their observations
and experiences with the person. [27]
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4. Encourage people to participate and use
their gifts

5. Promote opportunities to participate

People more fully participate when they
recognize their contributions bring value and
they know how to use their skills and
exercise influence within the model. People
we spoke with shared it is helpful when:
1. Service users are personally invited to
participate in specific participation
opportunities.
2. Other members of the participation
model encourage service users to speak
up.
3. The organization shares stories of
service users participating. This increases
confidence in participating and speaking
up.
4. The organization lets service users know
their input is important and valued, and
they thank them for their participation.
5. People are supported to see the value
they bring to the model and are
encouraged to have confidence in using
their gifts.

Service users and service providers spoke of
the importance of service users being aware
of opportunities to participate. We heard
examples of organizations sharing stories of
people
participating
to
encourage
participation and reaching out to programs
and homes to invite people to meetings and
participation opportunities.

"I think the reason why it works
well is that it's the group of people
that get together, come together
for the right reasons. They come
together because they're
passionate in speaking up, having
a voice. They are passionate in
wanting to see change and
advocating for others. So that's
why I think one of the reasons it's
been successful."
- Service Provider
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It was helpful when direct support staff
shared opportunities to participate with
people they support, making sure people
knew all the different ways to participate.
6. Support people's access to
transportation
We heard from many service users how
helpful it was to be supported with
transportation–whether that included bus
passes or a ride. It was also important to be
mindful of meeting times and ensuring there
would be buses still running often enough
when the meeting was over.

PART
THREE
Ways to Participate
While it is helpful to know the things to
embrace and the things to avoid to
make service user participation work
well, it is also helpful to know what
methods of participation are being used.
In our conversations, we heard many
different examples of how service users
were participating in developmental
services organizations. The following
section walks through the different
methods and takes a closer look at
some of the more common ones.
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Section 11
Ways to Participate
Member of the
Board
Service User
Advisory or
Advocacy Council
Family Council
Service Co-design

Participating in:
Hiring and training
employees
Town hall
meetings
Focus groups
House or program
meetings

GREATER INFLUENCE
AND COLLABORATION
AT THE PERSONAL
SUPPORT LEVEL
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01
02
03
04
05

GREATER INFLUENCE AND
COLLABORATION AT THE
SYSTEM LEVEL

Participating in:
Research and
quality assurance
Committees and
working groups
Rights reviews
Policy
development

Service user
consultation through:
Surveys
Open feedback
and complaint
lines
Personal service
planning through:
Selecting personal
outcome
measures
Personal goals
and support plans

Common Methods
The following pages take a closer look at a few of the methods of participation
we commonly heard about. You can use this section to learn more about a
method of participation you would like to see used in your organization.

MEMBER OF
THE BOARD

SERVICE USER
COUNCIL

SURVEYS

COMMITTEES
& WORK
GROUPS

Common Methods
of Service User
Participation

QUALITY
ASSURANCE

TOPIC BASED
MEETINGS
HIRING &
TRAINING
STAFF
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CO-DESIGN

MEMBER OF
THE BOARD

Member of the board
The majority of organizations we spoke with had a board member who was a
service user. In each of these cases, the service user was a full board member
with equal voting responsibilities. Often, these members were nominated by
service users.

PURPOSE & BENEFITS
Represents the voice, perspectives, and
expertise of service users.
Has standing time on board agendas to
bring forward reports, ideas, and input.
Can influence change at a very high
level.
Brings information and requests for
input from the board to service users
and advisory councils.
Sits on board sub committees.

WHAT HELPS?
Having a board mentor to guide and support the
self-advocate.
Having information ahead of time and support
from the mentor to discuss it and answer
questions.
Encouraging the self-advocate to speak up and
provide their perspective.
Accommodations
to
make
participation
accessible–whether that be plain language, large
font, audio reports, or more breaks.

FULL INCLUSION

A 2016 study by Friedman, Beckwith, and Convoy looked at the participation of people with
intellectual and developmental disabilities on boards in the United States. Based on a review of
existing literature and their own surveys and interviews with 160 disability focused organizations,
they developed 5 elements of Transformational Board Inclusion. These elements are helpful
guidelines to ensure board membership moves beyond tokenism.
1. Authentic membership- individuals are treated and included as full members of the board
2. Deliberate communication-individuals receive and share information in formats that can be
understood and are included in ongoing dialogue of the board and organization
3. Full participation- individuals are provided with the means to be present and engage in carrying
out the responsibilities of board members in roles and activities that reflect their interested and
preferences
4. Meaningful contributions- individuals provide input and assistance that is important to the
board and organization in ways that utilize their gifts, talents, and experiences
5. True influence-individuals enhance or alter the substance, direction, and outcomes of board and
organizational purposes, policies, and practices in ways that positively impact the lives of people
with disabilities. [39]

66

"The impact of supporting in the board makes in my life.., the board, trusts me with
everything. They trust me pushing the organization forward and I hope it continues
because I like helping [the organization] in any way I can."
-Service User

SERVICE USER
COUNCIL

Model 1:
Advocacy Councils

What it is
A group of service users who
collaborate with the organization on
government advocacy.

Purpose
To represent the voice of people
labeled with developmental
disabilities in the community and to
make the lives of people with
disabilities better through their
advocacy.

Things to note
These groups were often made
up of 10-15 members
representing people labeled with
disabilities from the local
community.
They seek input from the service
users they represent.
They host webinars and
presentations to equip other selfadvocates.
Organizations funded staff
coordinators to help the group
organize their meetings and
activities.
They help translate materials into
plain language.
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What they do

1.

Create advocacy plans based on their lived
experiences and what they feel passionate
about.

2.

Work together with the organizational
board and leaders to advocate together on
areas of shared interest. This includes letter
writing and meeting with local politicians.

How they partner
A member of the self-advocacy group is on
the organization's board of directors. This
position is nominated by the group.
The group regularly meets with the board
and senior leaders to bring forward
concerns, information and areas where
they feel action should be taken.
They share reports every few months on
advocacy topics and progress.
They are connected at different levels
throughout the organization on working
groups and committees.
The organization seeks direction and input
from the group on what needs to be
addressed in the organization, sector, and
community.
They advise and collaborate with the
board. They do not take action on behalf
of the organization on their own.

SERVICE USER
COUNCIL

Model 2:
Advisory Councils

What it is

What they do

A group of service users who
collaborate with the organization on
government advocacy and service
planning and improvement.

1.

Provide input and ideas on current and
future services.

2.

Welcome ideas and concerns from service
users, supporting them to address those
issues or bringing them forward on their
behalf.

3.

Engage in co-design, participate on
committees and working groups, and
collaborate on government advocacy.

Purpose
To represent the voice of service
users in the design and evaluation of
services.

How they partner
A member of the advisory group is on
the organization's board of directors.
They represent the perspectives and
expertise of service users and are
nominated by the advisory council.
The council has standing time on board
agendas to bring forward ideas, advice,
and input. The council chooses the
topics they bring to the board.
Organizational leaders seek their input
and perspectives on certain topics and
projects and invite members to
participate on steering committees and
working groups.
They contribute to letters and responses
to government and join meetings with
MPPs and city officials, representing
what's important to service users.
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They participate in reviewing and creating
new strategic plans, identifying things they
want to see improved.
They're involved in quality assurance
processes such as accreditation--sitting on
focus groups and helping decide areas
they want the agency to focus on.
They seek input from people using
services through consultation sessions,
surveys, or welcoming open feedback and
they share results with the board and
organizational leaders.
They take part in interviewing, training,
and orienting staff.
They participate in community and sector
consultations, surveys, learning, and
feedback opportunities.
A member of the group sometimes sits on
an organizational rights review committee.

Things to note
Members were elected by the service
users they represent.
Organizations often funded a staff
coordinator to help the group organize
their meetings and activities.
They meet regularly, often monthly.

Often, these groups created a service user
bill of rights.
Members spoke at conferences, schools, and
in the community.
They hosted workshops and participated in
educational videos to inform the community.
They took part in advocating in the
community and with local government about
other services impacting their lives.

Taking it further
What we found
Every organization we spoke with
engaged with a service user council of
some sort. The most common model
was advisory councils. Each
organization offered resources to
support this group to exist including a
support staff, physical space to meet, a
webpage and more.

"Service users feel more comfortable because
the self-advocate council is there. They can
come to us with every issue and the issue we get
each and every time, we solve it and they feel
more comfortable in the organization. It's an
equal playing field."- Service User
"I think it’s very equal. I feel like the agency
benefits a lot from [the committee] members to
have that extra voice in decision-making and
that it really helps [the organization] to know
what the clients and what people being
supported think about what’s going on with the
bigger picture in the agency. So again, it’s a very
mutual connection."- Service User
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Top Tips
Make engaging with this group a required
step in formal decision making and planning
processes about services.
Include representatives from this group on
service related committees and working
groups.
Engage this group in government advocacy–
in both crafting advocacy agendas and in
meeting and communicating with politicians
and city officials.
Include a member from this group on the
organization's board of directors.

Co-design
What it is
CO-DESIGN

Co-design brings service users and service providers together to
collaborate on service design and innovation. With diverse perspectives
and experiences at the table, groups are better able to identify
opportunities for change and design new creative solutions. Co-design
recognizes service user's experiences as a valuable source of knowledge
and expertise. Their experiences and perspectives are used to inspire
solutions and re-imagine new services.[63, 91]

In our conversations, we heard examples of
organizations working together with service users to:

co-design improvements to existing
programs and services
co-design new services
co-design strategic plans
The following tools walk people through the steps of codesign with service users labeled with disabilities. These
tools include step by step guides, activities, and exercises
to apply co-design in organizations for people labeled with
disabilities. Click on the pictures to follow the online link.
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A guide on the principles
and steps of co-design
from People with
Disabilities Western
Australia [75]

A resource of tools and
exercises to use when codesigning from People
with Disabilities Western
Australia [76]

"I think it’s really important
that if the service is for a
particular group of people,
they need to have a say in
what that service is. And so,
without having that co-design
piece, you are doing for and
not with. And we really, all of
our work needs to be done
collaboratively doing with,
not for people."
- Service Provider

Guidance on how to make
co-design work well from
WACOSS [91]

w w w . y o u r n a m e . c o m

How people were participating
We heard examples of service users
participating in quality assurance processes in
the following ways:

QUALITY
ASSURANCE

Quality
Assurance
What we heard
We heard examples of service users
collaborating on quality assurance processes.
This is an especially important step, as the UN
Convention on the Rights of Persons with
Disabilities states people should be involved
in research that affects them. [4] While
different than research, quality assurance
processes often involve hearing from service
users and, in response, making changes to
services that affect their lives. Involving
people labeled with disabilities in research
about their lives and experiences is said to
result in more valid, ethical, relevant,
accessible and overall better quality research.
[5, 14,
38, 61,
[5,
12,
34,80]5The same may be true for quality
assurance processes.

Participating in Accreditation processes
such as focus groups, interviews, and
gathering data connected to specific
standards.
Advisory councils surveying service users
and sharing the results with the
organization.
Advisory councils reviewing interview or
survey questions and providing feedback
on whether they are understandable.
Service users involved in evaluating the
results of service user feedback collected
by the organization (e.g. surveys and
interviews) and helping to craft
recommendations and plans for moving
forward.

In addition to having service users participate
in quality assurance processes, it is also
important that methods of seeking input and
feedback are accessible for people labeled
with disabilities. In our review of past studies,
we found the following ways people labeled
with intellectual and developmental disabilities
provided input and feedback to organizations.
We expand on two of these methods on the
next page.

Traditional
Approaches
Interviews
Focus groups
Surveys
Ethnography
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Alternative
Approaches

Photovoice
Video diaries
Participatory video
ethnography
Using icons and
images during
interviews
Narrative/life stories
Arts based methods

w w w . y o u r n a m e . c o m

Photovoice
With photovoice, participants take
photos in response to a proposed topic.
Their photos express their experiences
and feelings about the topic. Participants
then gather as a group to share their
photos and experiences. Organizations
can learn a lot about service user's lived
experiences or perspective on a
particular topic through photovoice.
The benefits:
Past studies have found that photovoice:
Gives participants more direction and
control in the research because they
choose the pictures they take and
what they mean.
Allows people to express themselves
without words and has been found to
be more accessible for people labeled
with developmental disabilities. With
the support of a trusted person,
people who do not communicate
through spoken or written word can
actively take part.
Sheds light on the lived experiences
of participants.
Engages participants in social change.
Some studies found that it shifted
employee's views of how people
communicate and what they
understand.
Common Process
1. Choose a topic.
2. Explain the process to participants.
3. Collect informed, accessible, consent.
4. Participants have a few weeks to take
photos.
5. Meet with participants to talk about
their pictures.
6. Draw findings from what people
shared.
7. Plan how to share this information
with stakeholders.
[17, 27, 28, 41]
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Click on the pictures below to learn more about
photovoice

A photovoice toolkit
from Hunger Free
Colorado [43]

A photovoice manual
from Nova Scotia Food
Security Network [2]

Narrative stories
This method involves an open ended question on a
topic and allowing participants to freely share
stories of their experiences related to that topic
over conversation.
Stories are usually shared one-on-one over an
activity, walk, meal, or coffee.
It often starts with one question. Follow up
questions are used to keep the story flowing.
After a few people have shared, key themes
are identified across the stories.
As opposed to traditional methods such as
interviews and surveys where questions are
predetermined, this is a more flexible and
inclusive approach to research. It connects with
people on their terms and gives them control
over how the conversation progresses and
what is shared.
People are treated as experts of the topic
based on their life experiences.
A drawback with this method is that it typically
privileges the spoken word. However, there are
examples of people showing the researcher the
places, people, and activities important to them
without using words to do so.
[61, 69, 70]

HIRING &
TRAINING
STAFF

HIRING AND TRAINING
EMPLOYEES

We heard different ways that service
users were involved in hiring and
training employees. This commonly
included:
Developing interview questions

Participating in interviews

Training and orienting new staff

Providing feedback on potential
employees following an initial visit
Participating in employee reviews

Where to learn more
Click on the picture above to access a helpful guide
on involving people with developmental disabilities
in choosing and developing the staff that support
them. This guide was developed by the Workforce
Development Sub–groups of the East Sussex and
Brighton & Hove Learning Disability Partnership
Boards. [85]
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TAKING IT FURTHER
1._We heard from organizations that hired
service users to interview and train staff.
Some service users were hired to train and
interview staff. They took part in
interviews, administrative tasks related to
hiring employees, and in training and
orienting new staff. Service users were
involved in outlining helpful ways to
support people using services and included
those ideas in presentations. Others cotaught training on people's rights.
2. We heard how service users were
involved in helping to hire the employees
that would support them.
People were supported to consider what
kind of skills and qualities they wanted to
see in the person that would support them.
They created a profile and decided what
they wanted to learn about the candidates
in the interview process. Together with
hiring managers, they planned how they
would like to run the interview including
what questions they wanted to ask and
who would ask each one. Afterwards they
would talk about how the interviews went
and discuss together who would be the
best person to support them in their living
situation.

TOPIC BASED
MEETINGS

Topic Based Meetings
In our conversations, we heard a number of ways organizations were
meeting with people who use services to hear their experiences and
understand their perspectives on services. Feedback from these
conversations was used to make improvements to the organization.

TOWN HALL

Organizations have hosted
town hall meetings where
leaders meet with groups of
service users and sometimes
families too. These
meetings involve open
conversations between
leaders and participants to
learn their opinions and
experiences. We heard
examples of using town hall
meetings during strategic
planning or when seeking
input to share with the
government.

FOCUS
GROUPS

Quite a few
organizations spoke
about hosting focus
groups with service
users. Sometimes these
focus groups were
targeted to a specific
project or question,
other times they were
general conversations
about supports and
services.

PROGRAM
MEETINGS

Service users shared their
experiences participating
in house or program
meetings. These were
regularly scheduled
meetings where service
users had the opportunity
to provide feedback on
the services offered, make
suggestions for
improvement, and offer
input on activities. These
meetings provided service
users with a formal
platform to direct their
day-to-day services.

Committees and Work Groups
COMMITTEES
& WORK
GROUPS
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Organizations spoke about involving service users on committees and working
groups. In these settings, service users have the opportunity to partner on a
team with employees. Here they can contribute ideas and shape plans and
decisions. We heard frequently that service users sitting on advisory councils
were invited to participate in organizational committees. The most common
committee we heard about was a rights review committee where individual
support plans and proposed restrictions are reviewed against a person's rights
and their wellbeing.

SURVEYS

Surveys

How surveys are being used
Surveys were commonly used to seek input.
Sometimes surveys were done annually as
part of people's personal planning.
Sometimes they were done by everyone all at
once. In some organizations, surveys were
service specific and each service had it's own
survey. Often times, surveys were done in
addition to interviews and focus groups to
allow people to provide input in multiple
ways. Data from these surveys was
compared year-over-year and used to inform
service planning and improvements. Results
were shared with the board and within the
organization either through reports, emails,
or on websites. In addition to annual
satisfaction surveys, surveys were also used
during strategic planning to learn how service
users would like to see the organization
move forward in the future.
How service users engaged in this
feedback process
We heard examples of advisory councils
reviewing surveys to ensure the questions
were understandable. We also heard
examples of service users taking part in
evaluating the results of surveys and
making recommendations in response. In
one organization, the service user advisory
council ran their own survey and shared
the results with the organization.
Great idea: Engage service users on social
media platforms like Facebook. Use
Facebook Groups to seek quick real-time
feedback through short polls and questions.
Consider offering regular three question
surveys to keep feedback dynamic.
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Top Tips
Make the survey easy to read. Use plain
language and large font. [6, 67]
Define words that might be hard to
understand. [67]
Link to examples or further explanations for
concepts that are more complex. [67]
Use pictures and graphics including along
continuums (ex. strongly agree to strongly
disagree). [6, 57, 67]
Plan the survey with service users so they can
help choose content and phrase questions in
understandable ways. [67]
Ensure survey platforms work with assistive
technology and have the ability to read the
survey to people. [67]
One study found that people with autism
experienced anxiety when not able to answer
multiple choice or sliding scale questions
precisely. They suggested adding comment
boxes that allowed people to provide answers
specific to their experiences. [67]
Where to learn more
Click on the picture to
access an article with
practical guidelines on
creating accessible surveys
from Nicolaidis, Raymaker,
McDonald, et al., 2020 [67]

SECTION 11: OUR
RECOMMENDATIONS
At the end of the day, service user participation is about valuing the worth of people–their gifts,
knowledge, expertise, and presence. It involves respecting people when they say 'Nothing About
Us Without Us'. It means expanding historical boundaries that define who is a leader with
something valuable to contribute and insightful to share. And importantly, it's about recognizing
that as we look to re-imagine developmental services, the only equitable and honouring way to
move forward is in partnership and collaboration with service users.
Together, let's dismantle those tables we have built up and propped up over decades of service
delivery and build more collaborative planning and decision making spaces in their place. Let's
build a future where we partner together with people who use our services in designing and
reshaping what those services look like.
You may have noticed that what we learned from past studies is similar to what we heard from
service users and service providers in our conversations with them. This is a good thing because it
provides us with some solid actions we can each take to welcome the contributions and expertise
of service users in developmental services organizations.
Given what we learned, we recommend organizations take the following actions to embrace the
participation of service users in the spaces and at the tables where plans and decision are made
that affect their lives and services.

01

Offer a variety of opportunities to participate and provide input at multiple
levels in the organization and at each stage of the service delivery cycle.
Having the voice and input of service users throughout your organization will
make it a more effective and empowering organization. Multiple methods of
participation makes participation more accessible.

02
Share leadership with service users by including service users as full
members of the Board of Directors. This models belonging and collaboration
at the most influential level in the organization and brings the perspective and
knowledge of service users into the decisions and plans the board makes.

03

Establish an advisory council of service users who can represent the ideas
and input of service users. Established methods of participation where
service users are regularly meeting makes it easier for organizations to seek
their input and collaborate on new ideas. Both in past studies and in our
conversations, service users said they prefer to be represented by other
service users as opposed to taking part in consultative forms of participation.
Collaborate with an advisory council on government advocacy and service
design and improvement.
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04
Move beyond consultative forms of participation and engage in codesign and collaboration on committees and working groups. While
consultation is not wrong, only offering consultative means of
participation can be disempowering. Include in your participation strategy,
opportunities to work in partnership on service design and improvement.
Methods such as these bring all voices to the table and allow for open
discussion where all perspectives have an equal place in shaping plans and
decisions. Ensure service users are full and equal members of these
groups with equal influence and consideration given to their knowledge
and expertise.

05

Partner together on research and evaluating services. Service users help
design more relevant and accessible research methods and tools. Their
lived experiences help them to evaluate and interpret results, making your
findings more valid. The UN Convention on the Rights of Persons with
Disabilities says people with disabilities should be a part of research that
impacts their lives. Advocates agree, making participatory research and
evaluative processes the ethical approach.

06
When you gather your leaders for learning, leadership development, and
service planning, include self-advocate leaders. This means broadening
our view of the leaders in our organizations. Recognize service users as
partners and co-leaders in offering the best possible services to the
community. Welcome their knowledge and expertise from their lived
experience into organizational learning and planning processes so we can
share perspectives and learn together. As you do so, consider where there
may be opportunities to hire and compensate service users for
contributing their lived experience and knowledge and how you might
expand your leadership teams to involve experts with lived experience.

07
Ensure service user engagement is meaningful. Give service users the
opportunity to influence real change by contributing to agendas, decisions,
and plans about service offerings, service improvement, and future
directions for the organization and government. These are the things
service users want to have a say on and have real life experience about.

08

We stand by the findings from past studies and the advice we were given
by those we spoke with. Take a close look at our key findings, the section
on what helps people to participate, and the key principles of participation
found in past studies.
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LET US INTRODUCE
OURSELVES
CASEY REILLY
Casey is a member of Christian Horizons Our
Voices Matter advocacy group. Casey has a
good sense of humour. He is always happy to
lend a hand when needed. Casey is a good
advocate.

DZIDRA HALAR
Dzidra is a strong advocate who strives to advocate
for everyone’s rights. She is the Co-Chair of Christian
Horizons self-advocacy group, Our Voices Matter and
sits as the self-advocate representative on Christian
Horizons Board of Directors.

JUSTIN SCRIMGEOUR
Justin is member of Christian Horizon’s self-advocacy
group, Our Voices Matter and leader of the chapter in
Barrie. Justin volunteers at the YMCA as a lifeguard
and Connexus church where he helps coordinate
music for the kid’s programs. When not working,
Justin loves to hang out and shop with friends.
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KAYLAGH VANWYCK
Kaylagh is a Community Psychology Masters student
from Wilfrid Laurier University and the Manager of
Strategic Initiatives at Christian Horizons. Kaylagh is
passionate about centring the voices of people labeled
with intellectual and developmental disabilities and
supporting this community to use research as a
vehicle for social change.

WAYNE JONES
Wayne is member of Christian Horizon’s selfadvocacy group, Our Voices Matter. Wayne
enjoys talking to friends on the computer and
learning about topics important to him. Wayne
cares about helping change things for the
better.
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Appendix:
Principles of
Participatory
Action Research
We encourage others to take part in
participatory action research. In the
past, people labeled with disabilities
were often research subjects—
research was done by others about
[69]
their lives and experiences.
Often
this
research
privileged
the
perspectives of service providers and
family. The voice and knowledge of
people labeled with disabilities was
not included and they certainly did
[27]
not have control over the research.__
Participatory action research is a way
to do this differently. With
participatory action research, people
labeled
with
disabilities
are
collaborators on the research and
their experiences, knowledge, and
perspectives are assets that shape
[5, 65, 69]
and guide the research.______
Inclusive research methods and
tools are used to make participation
accessible for people labeled with
disabilities.
This
toolkit
was
developed using this approach.

It’s a partnership—
decisions about the
research are made
together. Everyone’s voice
counts.
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The community moves from being
research subjects (research about
them) to co-researchers (leading
research about things important to
them). The community is a part of
creating and sharing knowledge –
not just specially trained
researchers.

The research is
meant to spur action.
It leads to action and
social change.

Research is on issues
important to the
community. Usually the
community initiates and
decides the research topic—
something they want to see
changed in their
community.

It’s collaborative—the
community is involved in
every step of the research
process. Sometimes doing
each step, sometimes they
choose the steps that
match their skills.

It’s about co-learning—the
community learns how to
do research and
researchers learn about the
experiences of the
community. We are all
learning and teaching each
other.

The research findings and
reports are accessible and
easily understood by the
community.

[5, 32, 65, 69, 88]
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Appendix B:

Recruitment Script: Email to Organizational Leaders From Other Organizations
Hello,
We are members of a research team including self-advocates who use services from Christian
Horizons. We're looking to interview developmental services organizations that seek input from service
users with disabilities on organizational decisions in empowering and collaborative ways. We’re reaching
out to you because someone within the developmental services sector recommended you as a good
organization to connect with or because after reviewing your website, we saw some interesting ways
that service users are participating in your organization.
We plan to use what we learn from other organizations like yourself to build a model of service
user participation at Christian Horizons and we'll share some of what we learn in a resource within the
developmental services sector.
Our research is a participatory action research project, which means our research is co-led by
service users with disabilities. Together our research team includes a master’s candidate student from
Wilfrid Laurier University in the Community Psychology program and an employee of Christian Horizons,
and four self-advocate researchers who use services from Christian Horizons.
We are interested in interviewing both an organizational leader and a service user in your
organization in two separate interviews. Interview questions will be about the ways in which service
users have a say, provide input, and share ideas in your organization. Interviews will be between 1.5
hours to 2 hrs in length and will take place in January or February 2020
If your organization is interested in participating in an interview, could you please send the
attached poster and email to a few service users and employees in your organization who are well
familiar with the methods you use to seek input and ideas from service users on organizational service
planning and decisions? It will be up to those people to decide if they would like to participate. From
those who reply, we will choose 1 service user and 1 employee to participate in the interviews.
If both an organizational leader and service user are interested in participating, we will send
them additional information about the interview and schedule a time for the interview. Answers to the
interview questions will be kept confidential. Please advise people to email us at
advocateresearchers@outlook.com to let us know if they are interested in participating or not.
Thank you so much for your time,
Kaylagh, Dzidra, Wayne, Casey, and Justin
Note: Please note that this project, “Are Things Ever Going to Change?”: When a Seat at the Table is not
Enough. A Participatory Action Research Project on Service User Participation in Developmental
Services, has been reviewed and approved by the Wilfrid Laurier Research Ethics Board (REB #6650).
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Appendix C

Recruitment Poster
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Appendix D

Recruitment Script: Email to Program Emails within Christian Horizons to Recruit Service Users
Hello,
We are members of a research team including self-advocates who use services from Christian Horizons.
We’re interested in hosting two focus groups with people who use Christian Horizons’ services. The focus
groups are to learn how people who use services at Christian Horizons would like to have a say, provide
input, and share ideas within the organization.
We plan to use what we learn from our research to build a model of service user participation at
Christian Horizons, and we'll share some of what we learn in a resource within the developmental
services sector.
Our research is a participatory action research project, which means our research is co-led by service
users with disabilities. Together our research team includes a master’s candidate student from Wilfrid
Laurier University in the Community Psychology program and an employee of Christian Horizons, and
four self-advocate researchers who use services from Christian Horizons.
We are looking for people who use services who are interested in participating in a focus group.
Focus group questions will be about the ways in which service users would like to have a say, provide
input, and share ideas at Christian Horizons.
Interviews will be between 1.5 hours to 2 hrs in length and will take place in January or February 2020.
Service users can decide if they would like to participate or not.
Could you please share the attached poster and this email with people you support? It will be up to that
person to decide if they would like to participate. We will then follow up with that person.
If the person is interested in participating, please have them email us at
advocateresearchers@outlook.com to let us know.
Thank you so much for your time.
Kaylagh, Dzidra, Wayne, Casey, and Justin
Note: Please note that this project, “Are Things Ever Going to Change?”: When a Seat at the Table is not
Enough. A Participatory Action Research Project on Service User Participation in Developmental
Services, has been reviewed and approved by the Wilfrid Laurier Research Ethics Board (REB #6650).
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Recruitment Poster for Focus Groups at Christian Horizons
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Appendix F

Recruitment Script: Email to Organizational Leaders Within Christian Horizons
Hello,
We are members of a research team including self-advocates who use services from Christian Horizons.
We're looking to interview organizational leaders employed at Christian Horizons to learn their
perspective on how service user participation could be implemented at Christian Horizons.
We plan to use what we learn from our research to build a model of service user participation at
Christian Horizons within the Central District, and we'll share some of what we learn in a resource within
the developmental services sector.
Our research is a participatory action research project, which means our research is co-led by service
users with disabilities. Together our research team includes a master’s candidate student from Wilfrid
Laurier University in the Community Psychology program and an employee of Christian Horizons, and
four self-advocate researchers who use services from Christian Horizons.
Interviews will be between 1.5 hours to 2 hrs in length and will take place in January or February 2020.
Your answers to the interview questions will be kept confidential. It is your choice if you would like to
participate or not.
If you are interested in participating in an interview, please email us at
advocateresearchers@outlook.com to let us know.
Thank you so much for your time.
Kaylagh, Dzidra, Wayne, Casey, and Justin

Note: Please note that this project, “Are Things Ever Going to Change?”: When a Seat at the Table is not
Enough. A Participatory Action Research Project on Service User Participation in Developmental
Services, has been reviewed and approved by the Wilfrid Laurier Research Ethics Board (REB #6650).
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Appendix G

Consent Form for Participants From Other Organizations

Research Details and Consent Form
Interviews with other organizations
Project Title:
Are Things Ever Going to Change?”: When a Seat at the Table is not Enough
A Participatory Action Research Project on Service User Participation in Developmental Services
Researchers:
Kaylagh Vanwyck, Wilfrid Laurier University Graduate Student
Dzidra Halar, Casey Reilly, Wayne Jones, and Justin Scrimgeour, Advocate Researchers
Dr. Manuel Riemer, Professor, Wilfrid Laurier University
Dr. Alexis Buettgen, Researcher, Eviance
Sponsor:
Christian Horizons

This information tells you about our research study and what you can expect if
you choose to participate. You can also review some of this information in the
plain language, Agreeing to be Interviewed— Your Choices, and The Research
Process—What you can Expect visuals.
Together, these tools help you to decide if you would like to participate in an interview or not. The
decision is up to you.

WHY ARE WE DOING THIS STUDY?
We are doing this study because we want to learn about different ways people with disabilities have a
say, provide input, or share ideas within the developmental services organization they receive services
from. We call this “service user participation.”
We believe that people who use services should have the opportunity to participate in service planning
and decision making in the developmental service organization they receive services from. This is
because we believe service users have important knowledge and experiences that can help to make
services better.
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An advocate who uses services from the developmental service organization, Christian Horizons, is coleading this study after she asked for opportunities for service user to be more involved at Christian
Horizons.
We would like to interview developmental service organizations that seek input from service users with
disabilities on organizational decisions in empowering and collaborative ways. We are interested in
interviewing both an organizational leader and a service user in your
organization who has experience providing input into the organization.
We'll use some of your ideas to build a model of service user participation at Christian Horizons and
we'll share some of what we learn in a resource with the developmental services sector.

WHO ARE WE?
Our research is a participatory action research project, which means our research is co-led by service
users with disabilities.
There are five members of our research team. Four members are advocates who use services from the
developmental service organization, Christian Horizons.
The other member is a graduate student from Wilfrid Laurier University’s community psychology
department working under the supervision of Dr. Manuel Riemer. Dr. Alexis Buettgen, a researcher from
Eviance whose research is disability focussed, is co-supervising the student. Dr. Buettgen will provide
advice and expertise on the study drawing from her experience conducting research alongside the
disability community. This student researcher is helping the advocate researchers to plan and conduct
this study.
The student researcher is also an employee of Christian Horizons. They have worked for Christian
Horizons for 12 years in a number of roles. They started working as a Direct Support Professional,
working directly with people who use services from Christian Horizons.

WHAT WILL HAPPEN IN THIS STUDY?
In this study, we want to learn how other disability service organizations are involving service users in
organizational planning and decision making so we can create a way for service users with disabilities to
have a say at Christian Horizons.
First, we are going to interview other organizations to learn how service users are participating in their
organization. This way, we can gather ideas for the model of service user participation we create at
Christian Horizons.
We also want to learn how people who use Christian Horizons services want to have a say. We will have
focus groups with people using services from Christian Horizons to hear their input.
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Lastly, we will interview a few leaders from Christian Horizons to get their input on what service user
participation at Christian Horizons could look like.
When we interview people or hold focus groups, we will record the meetings. We will then type up what
everyone had to say. After that, the research team will study what was said and identify key themes and
important things that we want to include in our model of service user participation.
Lastly, we will take everything we heard and everything we learned and create model of service user
participation we recommend be implemented at Christian Horizons.
The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation or through other knowledge sharing methods.

WHAT WILL YOU BE ASKED TO DO?
It is your choice if you would like to participate or not. If you agree to participate in an interview, we will
schedule a time to meet with you. The interview will be online. This is because it is safer to meet online
because of COVID-19. We will send you a link ahead of the meeting. You will need a computer, laptop,
or tablet; an internet connection; and a private, quiet room in order to participate. Interviews will take
between 1.5 hours and 2 hours. During the interview we will ask you questions about service user
participation in your organization.
The interview will be recorded. You have the right to refuse being recorded. Kaylagh Vanwyck, Dr.
Manuel Riemer, Dr. Alexis Buettgen, and a transcriber will have access to these recordings. The
recordings will be transcribed by February 28, 2021. This means what is said on the recording will be
typed up into a word document. The recordings will be deleted following transcription. All researchers
listed at the beginning of this document will have access to the typed-up version of the interview. Your
information will be kept confidential.

WHAT INFORMATION WILL YOU GATHER ABOUT ME?
We will know which developmental service organization you are connected with because we are
reaching out to specific organizations to invite them to participate. We will also know your email
address because you will email us to sign up for the interview and we will email you back to let you
know when the interview will be.
During the interview, we will also ask you your name and we will ask you the interview questions. The
interview questions are about service user participation at the developmental service organization you
are connected to. You will receive a copy of these questions ahead of the interview, so you know what
to expect.
When we share what we learn in the study, we will not share your name or the name of the
developmental service organization you are connected with. This information will be kept confidential.
You will learn more about how we will keep your information and answers confidential in the sections
below.
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If you are interested in receiving the resource we will create following this study, we will ask you for an
email address we can send the resource to.

ARE THERE POSSIBLE NEGATIVE THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE
IN THE STUDY?
We do not expect that any negative things that will happen to you by participating in this study.
However, you may feel uncomfortable when you start thinking about some of the questions that you are
being asked. For example, you may think about how some people with disabilities have little opportunity
to have a say or share ideas in the organizations they receive services from. Or you might remember a
time when barriers got in the way of you participating in your organization. This may make you feel sad
or upset.
If that happens, you can take a break from the interview or, if you want, you can stop the interview
completely.
If you want to continue to talk about these things, that’s fine, too. If you feel upset about these things,
you can ask the people interviewing you for the name of someone you can talk to about your feelings
after the interview is over.

ARE THERE GOOD THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE IN THIS
STUDY?
You may or may not receive any direct benefit from participating in the interview. You might find that it
makes you feel better to talk about some of your experiences. You will be a part of helping Christian
Horizons to create a way for service users to have a say, so your interview responses will have a positive
impact on service users in that organization. We also hope that other developmental service
organizations learn from the study and provide more opportunities for people with disabilities using
services to have a say, provide input, and share ideas in their organizations.

CAN YOU DECIDE IF YOU WANT TO PARTICIPATE IN THIS STUDY?
It is your choice if you would like to participate or not. It is okay if you decide not to participate. There
are no consequences for deciding not to participate.
At the beginning of the interview we will ask you to sign this consent form to say you agree to
participate.
If at any time during the interview you would like to stop and not participate, that is okay too. You can
decide to stop participating in the study at any time. This includes after the interview. There are no
consequences for deciding not to participate. You can also decide which questions you want to answer.
If there are any interview questions you would not like to answer, you can decide not to answer them.

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

262

If you decide to not participate in the study, you can let the research team know if you would like to
have your data removed/destroyed by emailing the student researcher at star7980@mylaurier.ca until
February 28, 2021. Participants who actively withdraw from the study by this date, will have their
personal information (ex. name and contact information), recorded interviews, and transcribed
interviews deleted from the devices on which they are stored.

HOW WILL THE RESULTS OF THE STUDY BE SHARED?
The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation, or through other knowledge sharing methods. At the end of the study,
a resource will be shared with all participants who are interested to describe what we learned. This
includes Christian Horizons.
If you are interested in receiving this resource, you will need to share an email address we can send the
resource to.

HOW WILL MY INFORMATION BE KEPT CONFIDENTIAL?
Everything you say during the interview will be kept confidential. This means, we will not tell anyone
what you said. Only the researchers listed at the beginning of this document will have access to your
personal information (e.g., name and contact information). Only this same group and a transcriber paid
to transcribe interview recordings will have access to your typed interview responses.
The resource and other publications or presentations will include mostly aggregate findings but may
include some quotes. Aggregate findings are key themes we identify after combining everyone’s
responses together. We will not share who said what nor which organization is tied to which response.
In fact, we will not be naming any of the organizations in our publications or presentations. This means,
any responses we share will not be identifiable by participant or by organization.
If you agree, quotations will be used in write-ups/presentations and will not contain information that
allows you to be identified. However, keep in mind that due to the relatively small sample size there might
be some information you share in your responses that is identifying that we are not aware of. You will be
able to review, edit, and approve your quotations before we share them. A list of quotes we would like to
use will be emailed to you by June 30, 2021. You can let us know if you are okay with us using those quotes
or not.
It is important to remember that if you ask a support staff to help you to sign up for the interview or to
set up your computer so you can participate in the interview, then they will know you have participated
in the interview.
More details about confidentiality
We will keep your data confidential through the following ways:
• We will ask you to tell us a fake name when we start the interview. When you click on the link to
join the interview, you have the option of entering in a fake name or “guest” into your display
name before joining the call. Your transcribed (typed-up) interview responses will be labeled
with your fake name and not your real name.
• We will assign each organization a number. Interview responses will be labeled with the
organization number and not the organization name.
• Interview recordings will be recorded on password-protected recording devices. After the
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recordings are transcribed, they will be deleted from the devices.
The transcribed interviews will be stored on a secure Wilfrid Laurier University One Drive folder
that only the researchers listed at the beginning of this form will have access to. The anonymous
interview data (e.g. your responses to the interview questions) will be stored indefinitely and
may be reanalyzed in the future as part of a separate project.
Personal information (names, organization name, contact information, and signed consent
forms) will be stored in a separate secure Wilfrid Laurier University One Drive folder that only
Kaylagh Vanwyck and Dr. Manuel Riemer can access. This information will be kept for 2 years so
we can follow up with you if needed. After two years or when this study’s report is complete,
this data will be destroyed by the principal investigator (no later than June 30, 2021).
Confidentiality may be broken if someone shares concerns or risk of harm to self or others. By
law, we must report risk of harm to self or others to the police. This helps to keep you and other
people safe.

COMPENSATION
For participating in this study, you will receive a ten-dollar gift card. If you withdraw from the study prior
to its completion, you will still receive the ten-dollar gift card.

CONTACT
If you have questions at any time about the study or the procedures or you experience adverse effects
as a result of participating in this study you may contact the researcher, Kaylagh Vanwyck at
star7980@mylaurier.ca.
This project has been reviewed and approved by the University Research Ethics Board (REB# 6650),
which receives funding from the Research Support Fund. If you feel you have not been treated according
to the descriptions in this form, or your rights as a participant in research have been violated during the
course of this project, you may contact Jayne Kalmar, PhD, Chair, University Research Ethics Board,
Wilfrid Laurier University, (519) 884-1970, extension 3131 or REBChair@wlu.ca.

CONSENT
1. I have read and understand the above information. I have received a copy of this form. I agree
to participate in this study.
Participant's signature ___________________________________ Date _________________

2. I agree to the recording of this interview.
Participant's signature ___________________________________ Date _________________
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3. I agree to the use of quotations from my interview responses. I will have a chance to review
these quotations and decide if I will allow them to be used or not.
Participant's signature ___________________________________ Date _________________

Investigator's signature __________________________________ Date _________________

It is advised that you print or save this consent form and/or record the researcher contact information in
the case that you have any questions or concerns.
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Appendix H

Plain Language Consent Summary
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Appendix I

Plain Language Research Process Summary
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Appendix J

Consent Form for Focus Groups With Service Users From Christian Horizons

Research Details and Consent Form
Focus groups with service users from Christian Horizons

Project Title:
Are Things Ever Going to Change?”: When a Seat at the Table is not Enough
A Participatory Action Research Project on Service User Participation in Developmental Services
Researchers:
Kaylagh Vanwyck, Wilfrid Laurier University Graduate Student
Dzidra Halar, Casey Reilly, Wayne Jones, and Justin Scrimgeour, Advocate Researchers
Dr. Manuel Riemer, Professor, Wilfrid Laurier University
Dr. Alexis Buettgen, Researcher, Eviance
Sponsor:
Christian Horizons
This information tells you about our research study and what you can expect if you choose to
participate. You can also review some of this information in the plain language, Agreeing to be
Interviewed— Your Choices, and The Research Process—What you can Expect visuals.
Together, these tools help you to decide if you would like to participate in an interview or not. The
decision is up to you.

WHY ARE WE DOING THIS STUDY?
We are doing this study because we want to learn about different ways people with disabilities have a
say, provide input, or share ideas within the developmental services organization they receive services
from. We call this ‘service user participation.’
We believe that people who use services should have the opportunity to participate in service planning
and decision making in the developmental service organization they receive services from. This is
because we believe service users have important knowledge and experiences that can help make
services better.
An advocate who uses services from the developmental service organization, Christian Horizons, is coleading this study after she asked for opportunities for service users to be more involved at Christian
Horizons.
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We would like to have focus groups with a small group of people using services from Christian Horizons.
Focus groups are when a group of people are interviewed together at the same time. We would like to
talk with service users because we would like to learn how you would like to participate in service
planning and organizational decision making at Christian Horizons.
We'll use some of your ideas to build a model of service user participation at Christian Horizons and
we'll share some of what we learn in a resource within the developmental services sector.

WHO ARE WE?
Our research is a participatory action research project, which means our research is co-led by service
users with disabilities.
There are five members of our research team. Four members are advocates who use services from the
developmental service organization, Christian Horizons.
The other member is a graduate student from Wilfrid Laurier University’s community psychology
department working under the supervision of Dr. Manuel Riemer. This student researcher is helping the
advocate researchers to plan and conduct this study. Dr. Alexis Buettgen, a researcher from Eviance
whose research is disability focussed, is co-supervising the student. Dr. Buettgen will provide advice and
expertise on the study drawing from her experience conducting research alongside the disability
community.
The student researcher is also an employee of Christian Horizons. They have worked for Christian
Horizons for 12 years in a number of roles. They started working as a Direct Support Professional,
working directly with people who use services from Christian Horizons.

WHAT WILL HAPPEN IN THIS STUDY?
First, we are going to interview other organizations to learn how they are involving service users in
organizational planning and decision making. This way, we can gather ideas for the model of service user
participation we create at Christian Horizons.
We also want to learn how people who use Christian Horizons services want to have a say. We will have
focus groups with people using services from Christian Horizons to hear their input.
Lastly, we will interview a few leaders from Christian Horizons to get their input on what service user
participation at Christian Horizons could look like.
When we interview people or hold focus groups, we will be recording the meetings. We will then type
up what everyone had to say. After that, the research team will study what was said and identify key
themes and important things we want to include in our model of service user participation.
Lastly, we will take everything we heard and everything we learned and create a model of service user
participation we recommend be implemented at Christian Horizons.
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The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation or through other knowledge dissemination methods.

WHAT WILL YOU BE ASKED TO DO?
It is your choice if you would like to participate or not. If you agree to participate in a focus group, we
will schedule a time for the focus group and let you when that time is. Due to COVID-19, we will have
the focus groups online. We will send you a link ahead of the meeting. You will need a computer, laptop,
or tablet; an internet connection; and a private, quiet room in order to participate.
Focus groups will take between 1.5 hours and 2 hours. During the focus group we will ask you questions
about how you would like to have a say, provide input, and share ideas at Christian Horizons. A visual
artist will join the focus group to draw pictures and write plain language words that capture what
people say during the focus group. The visual artist is a transcriber, but instead of typing up what was
shared in the focus groups using only words, the visual artist will use pictures and some plain language
words to capture what was said. The researchers will be the ones facilitating the conversation and
pulling out the themes that the visual transcriber will draw on screen. This is like using flip charts and
markers to capture the group’s feedback, but instead of writing only words to capture what people say,
the artist will draw the group’s feedback. This is so everyone can understand the information that is
being shared as some people find it hard to read words. We will share this on the screen so everyone
can see what is being said.
The focus group will be recorded. You have the right to refuse being recorded. Kaylagh Vanwyck, Dr.
Manuel Riemer, Dr. Alexis Buettgen, and a transcriber will have access to these recordings. The
recordings will be transcribed by April 15, 2021. This means what is said on the recording will be typed
up into a word document. The recordings will be deleted following transcription. All researchers listed at
the beginning of this document will have access to the typed-up version of the focus group. Your
information will be kept confidential.

WHAT INFORMATION WILL YOU GATHER ABOUT ME?
We will know you use services from Christian Horizons because we are specifically reaching out to
people who use services from Christian Horizons to participate in our focus groups. We will also know
your email address because you will email us to sign up for the focus group and we will email you back
to let you know when the focus group will be.
We will also ask you your name and we will ask you the focus group questions. The focus group
questions are about how you would like to have a say, provide input, and share ideas at Christian
Horizons. You will receive a copy of these questions ahead of the focus group so you know what to
expect.
When we share what we learn in the study, we will not share your name. This information will be kept
confidential. You will learn more about how we will keep your information and answers confidential in
the sections below.
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If you are interested in receiving the resource we will create following this study, we will ask you for an
email address we can send the resource to.

ARE THERE POSSIBLE NEGATIVE THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE IN
THE STUDY?
You may feel uncomfortable when you start thinking about some of the questions you are asked. For
example, you may think about how some people with disabilities have little opportunity to have a say or
share ideas in the organizations they receive services from. Or you might remember a time when
barriers got in the way of you participating in your organization. This may make you feel sad or upset.
If that happens, you can take a break from the focus group or, if you want, you can stop participating in
the focus group completely.
If you want to continue to talk about these things, that’s fine, too. If you feel upset about these things,
you can ask the people leading the focus group for the name of someone you can talk to about your
feelings after the focus group is over.
You will also be sharing your ideas and experiences in a group with other people. This may result in a
loss of privacy as you talk about why it is important for you to provide input to Christian Horizons. We
will ask people not to share anything they heard during the focus group, but we cannot guarantee they
will not. If there are some questions you do not want to answer, you do not have to answer them.

ARE THERE GOOD THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE IN THIS STUDY?
You will be a part of creating a way for service users to have a say at Christian Horizons. This is because
we will use some your ideas and experiences to create a model of service user participation that we
recommend be implemented at Christian Horizons. After the study is finished, there will be a new model
for people who use services to have a say, provide input, and share ideas within the Central District of
Christian Horizons.
We hope that other developmental service organizations learn from the study and provide more
opportunities for people with disabilities using services to have a say, provide input, and share ideas in
other organizations too.
You might also find that it makes you feel better to talk about some of your experiences during the focus
group.

CAN YOU DECIDE IF YOU WANT TO PARTICIPATE IN THIS STUDY?
It is your choice if you would like to participate or not. It is okay if you decide not to participate. There
are no consequences for deciding not to participate.
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At the beginning of the focus group we will ask you to sign this consent form to say you agree to
participate.
If at any time during the focus group you would like to stop and not participate, that is okay too. You can
decide to stop participating in the study at any time. This includes after the focus group. There are no
consequences for deciding not to participate. You can also decide which questions you want to answer.
If there are any interview questions you would not like to answer, you can decide not to answer them.
If you decide to not participate in the study, you can let the research team know if you would like to
have your data removed/destroyed by emailing the student researcher at star7980@mylaurier.ca until
April 15, 2021. Participants who actively withdraw from the study by this date, will have their personal
information (ex. name and contact information) and transcribed focus group responses deleted from the
devices on which they are stored.

HOW WILL THE RESULTS OF THE STUDY BE SHARED?
The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation, or through other knowledge dissemination methods. At the end of the
study, a resource will be shared with all participants to describe what we learned. This includes Christian
Horizons.
If you are interested in receiving this resource, you will need to share an email address we can send the
resource to.

HOW WILL MY INFORMATION BE KEPT CONFIDENTIAL?
Everything you say during the focus group will be kept confidential by the researchers and transcribers.
This means, we will not tell anyone what you said. Only the researchers listed at the beginning of this
document will have access to your personal information (e.g. name and contact information). Only this
same group and both a visual transcriber and a typing transcriber paid to transcribe recordings will have
access to your visual and typed focus group responses. Both transcribers will be required to sign a
confidentiality agreement agreeing to keep your focus group responses confidential.
It is important to remember that during a focus group, other participants can hear your responses. This
means other people will hear what you say. We will ask all participants in the focus to not share what
they heard during the focus group with others, but there is a chance they may share what you had to
say. You may want to keep that in mind when you answer the focus group questions.
You may also need to ask a support staff to help you sign up for the focus group or to set up your
computer to participate in the focus group. This support staff will know you are participating in the focus
group.
At the end of our study, we will share what we learned. The resource and other publications or
presentations will include mostly aggregate findings but may include some quotes. Aggregate findings
are key themes we identify after combining everyone’s responses together. We will not share who said
what. In fact, we will not be sharing anyone’s name in our publications or presentations. This means, any
responses we share will not be identifiable by participant.

WHEN A SEAT AT THE TABLE IS NOT ENOUGH

274

If you agree, quotations will be used in write-ups/presentations and will not contain information that
allows you to be identified. However, keep in mind that due to the relatively small sample size there might
be some information you share in your responses that is identifying that we are not aware of. You will be
able to review, edit, and approve your quotations before we share them. A list of quotes we would like to
use will be emailed to you by September 30, 2021. You can let us know if you are okay with us using those
quotes or not.
More details about confidentiality
We will keep your data confidential through the following ways:
•

•
•

•

•

We will ask you to tell us a fake name when we start the focus group. When you click on the link
to join the focus group, you have the option of entering in a fake name or “guest” into your
display name before joining the call. Your transcribed (typed-up) focus group responses will be
labeled with your fake name and not your real name.
Recordings will be recorded on a password-protected recording device. After the recordings are
transcribed, they will be deleted from the recording device.
The transcribed focus groups will be stored on a secure Wilfrid Laurier University One Drive
folder that only the researchers listed at the beginning of this form will have access to. The
anonymous interview data (e.g. your responses to the interview questions) will be stored
indefinitely and may be reanalyzed in the future as part of a separate project.
Personal information (names, organization name, contact information, and signed consent
forms) will be stored in a separate secure Wilfrid Laurier University One Drive folder that only
Kaylagh Vanwyck and Dr. Manuel Riemer can access. This information will be kept for 2 years so
we can follow up with you if needed. After two years or when this study’s report is complete,
this data will be destroyed by the principal investigator (no later than June 30, 2022).
Confidentiality may be broken if someone shares concerns or risk of harm to self or others. By
law, we must report risk of harm to self or others to the police. This helps to keep you and
other people safe.

COMPENSATION
For participating in this study, you will receive a ten-dollar gift card. If you withdraw from the study prior
to its completion, you will still receive the ten-dollar gift card.

CONTACT
If you have questions at any time about the study or the procedures, or you experience adverse effects
as a result of participating in this study you may contact the researcher, Kaylagh Vanwyck at
star7980@mylaurier.ca.
This project has been reviewed and approved by the University Research Ethics Board (REB# 6650),
which receives funding from the Research Support Fund. If you feel you have not been treated according
to the descriptions in this form, or your rights as a participant in research have been violated during the
course of this project, you may contact Jayne Kalmar, PhD, Chair, University Research Ethics Board,
Wilfrid Laurier University, (519) 884-1970, extension 3131 or REBChair@wlu.ca.
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CONSENT
1. I have read and understand the above information. I have received a copy of this form. I agree
to participate in this study.
Participant's signature ___________________________________ Date _________________

2. I agree to the recording of this focus group.
Participant's signature ___________________________________ Date _________________

3. I agree to the use of quotations from my focus group responses. I will have a chance to review
these quotations and decide if I will allow them to be used or not.
Participant's signature ___________________________________ Date _________________

Investigator's signature __________________________________ Date _________________
It is advised that you print or save this consent form and/or record the researcher contact information in
the case that you have any questions or concerns.
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Appendix K

Consent Form for Interviews With Organizational Leaders Employed by Christian Horizons

Research Details and Consent Form
Interviews with organizational leaders employed by Christian Horizons
Project Title:
Are Things Ever Going to Change?”: When a Seat at the Table is not Enough
A Participatory Action Research Project on Service User Participation in Developmental Services
Researchers:
Kaylagh Vanwyck, Wilfrid Laurier University Graduate Student
Dzidra Halar, Casey Reilly, Wayne Jones, and Justin Scrimgeour, Advocate Researchers
Dr. Manuel Riemer, Professor, Wilfrid Laurier University
Dr. Alexis Buettgen, Researcher, Eviance
Sponsor:
Christian Horizons

This information tells you about our research study and what you can expect if
you choose to participate. You can also review some of this information in the
plain language, Agreeing to be Interviewed— Your Choices, and The Research
Process—What you can Expect visuals.
Together, these tools help you to decide if you would like to participate in an interview or not. The
decision is up to you.

WHY ARE WE DOING THIS STUDY?
We are doing this study because we want to learn about different ways people with disabilities have a
say, provide input, or share ideas within the developmental services organization they receive services
from. We call this ‘service user participation.’
We believe that people who use services should have the opportunity to participate in service planning
and decision making in the developmental service organization they receive services from. This is
because we believe service users have important knowledge and experiences that can help strengthen
the organization.
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An advocate who uses services from the developmental service organization, Christian Horizons, is coleading this study after she asked for opportunities for service users to be more involved at Christian
Horizons. The study is focused on designing a model of service user participation within the Central
District of Christian Horizons but may include additional recommendations that can be applied
organization wide.
We would like to interview organizational leaders employed at Christian Horizons to learn their
perspective on how service user participation could be implemented at Christian Horizons.
We'll use some of your ideas to build a model of service user participation within the Central District of
Christian Horizons and we'll share some of what we learn in a resource within the developmental
services sector.

WHO ARE WE?
Our research is a participatory action research project, which means our research is co-led by service
users with disabilities.
There are five members of our research team. Four members are advocates who use services from the
developmental service organization, Christian Horizons.
The other member is a graduate student from Wilfrid Laurier University’s community psychology
department working under the supervision of Dr. Manuel Riemer. This student researcher is helping the
advocate researchers to plan and conduct this study. Dr. Alexis Buettgen, a researcher from Eviance
whose research is disability focussed, is co-supervising the student. Dr. Buettgen will provide advice and
expertise on the study drawing from her experience conducting research alongside the disability
community.
The student researcher is also an employee of Christian Horizons. They have worked for Christian
Horizons for 12 years in a number of roles. They started working as a Direct Support Professional,
working directly with people who use services from Christian Horizons.

WHAT WILL HAPPEN IN THIS STUDY?
In this study, we want to learn how other disability service organizations are involving service users in
organizational planning and decision making so we can create a way for service users with disabilities to
have a say at Christian Horizons.
First, we are going to interview other organizations to learn how they are doing service user
participation. This way, we can gather ideas for the model of service user participation we create at
Christian Horizons.
We also want to learn how people who use Christian Horizons services want to have a say. We will have
focus groups with people using services from Christian Horizons to hear their input.
Lastly, we will interview a few leaders from Christian Horizons to get their input on what service user
participation at Christian Horizons could look like.
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When we interview people or hold focus groups, we will record the meetings. We will then type up what
everyone had to say. After that, the research team will study what was said and identify key themes and
important things that we want to include in our model of service user participation.
Lastly, we will take everything we heard and everything we learned and create model of service user
participation we recommend be implemented at Christian Horizons.
The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation or through other knowledge dissemination methods.

WHAT WILL YOU BE ASKED TO DO?
It is your choice if you would like to participate or not. If you agree to participate in an interview, we will
schedule a time to meet. Due to COVID-19, we will have the interviews online. We will send you a link
ahead of the meeting. You will need a computer, laptop, or tablet; an internet connection; and a private,
quiet room in order to participate.
Interviews will take between 1.5 hours and 2 hours. During the interview we will ask you questions
about how service user participation could be implemented in Christian Horizons.
The interview will be recorded. You have the right to refuse being recorded. Kaylagh Vanwyck, Dr.
Manuel Riemer, Dr. Alexis Buettgen, and a transcriber will have access to these recordings. The
recordings will be transcribed by April 30, 2021. This means what is said on the recording will be typed
up into a word document. The recordings will be deleted following transcription. All researchers listed at
the beginning of this document will have access to the typed-up version of the interview. Your
information will be kept confidential

WHAT INFORMATION WILL YOU GATHER ABOUT ME?
We will know you are employed with Christian Horizons because we are specifically reaching out to
organizational leaders within Christian Horizons. We will also know your email address because you will
email us to sign up for the interview and we will email you back to let you know when the interview will
be.
We will also ask you your name and we will ask you the interview questions. The interview questions are
about how service user participation could be implemented in Christian Horizons.
When we share what we learn in the study, we will not share your name. This information will be kept
confidential. You will learn more about how we will keep your information and answers confidential in
the sections below.
If you are interested in receiving the resource we will create following this study, we will ask you for an
email address we can send the resource to.
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ARE THERE POSSIBLE NEGATIVE THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE IN
THE STUDY?
We do not expect that any negative things that will happen to you by participating in this study.
However, you may feel uncomfortable when you start thinking about some of the questions that you are
being asked. For example, you may think about how in the past, some people with disabilities had little
opportunity to have a say or share ideas in the organizations they received services from. Or you might
feel uncomfortable sharing how Christian Horizons could improve opportunities for incorporating the
perspectives of service users in planning and decision making. This may make you feel sad or upset. If
that happens, you can take a break from the interview or, if you want, you can stop the interview
completely.
If you want to continue to talk about these things, that’s fine, too. If you feel upset about these things,
you can ask the people interviewing you for the name of someone you can talk to about your feelings
after the interview is over.
It is important to know that this interview and study is not an evaluation of you as leaders or Christian
Horizons. Instead, it is a way to understand how to develop an effective model of service user
participation that fits within the organizational context of Christian Horizons. We have specifically
designed our research questions to focus on what could work well opposed to evaluating the current
practices of service user participation at Christian Horizons.

ARE THERE GOOD THINGS THAT MIGHT HAPPEN IF YOU PARTICIPATE IN THIS STUDY?
You will be a part of creating a way for service users to have a say at Christian Horizons. This is because
we will use some of your ideas and experiences to create a model of service user participation that we
recommend be implemented within the Central District of Christian Horizons. In other words, after the
study is finished, there will be a new model for people who use services in Simcoe County, York Region,
and Toronto to have a say, provide input, and share ideas within the Central District of Christian
Horizons.
We hope that other developmental service organizations learn from the study and provide more
opportunities for people with disabilities using services to have a say, provide input, and share ideas in
their organizations too.

CAN YOU DECIDE IF YOU WANT TO PARTICIPATE IN THIS STUDY?
It is your choice if you would like to participate or not. It is okay if you decide not to participate. There
are no consequences for deciding not to participate. The names of participants who choose to
participate or not participate will not be shared be with anyone other than the researchers listed at the
beginning of this document.
At the beginning of the interview, we will ask you to sign this consent form to say you agree to
participate.
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If at any time during the interview you would like to stop and not participate, that is okay too. You can
decide to stop participating in the study at any time. This includes after the interview. There are no
consequences for deciding not to participate. You can also decide which questions you want to answer.
If there are any interview questions you would not like to answer, you can decide not to answer them.
If you decide to not participate in the study, you can let the research team know if you would like to
have your data removed/destroyed by emailing the student researcher at star7980@mylaurier.ca until
April 30, 2021. Participants who actively withdraw from the study by this date, will have their personal
information (ex. name and contact information), recorded interviews, and transcribed interviews
deleted from the devices on which they are stored.

HOW WILL THE RESULTS OF THE STUDY BE SHARED?
The results of this research might be published/presented in a thesis, journal article, conference
presentation, class presentation, or through other knowledge dissemination methods. At the end of the
study, a resource will be shared with all participants who are interested to describe what we learned.
This includes Christian Horizons. If you are interested in receiving this resource, you will need to share
an email address we can send the resource to.

HOW WILL MY INFORMATION BE KEPT CONFIDENTIAL?
Everything you say during the interview will be kept confidential. This means, we will not tell anyone
what you said. Only the researchers listed at the beginning of this document will have access to your
personal information (e.g., name and contact information). Only this same group and a transcriber paid
to transcribe recordings will have access to your interview responses.
The resource and other publications or presentations will include mostly aggregate findings but may
include some quotes. Aggregate findings are key themes we identify after combining everyone’s
responses together. We will not share who said what. In fact, we will not be naming any of the
participants in our publications or presentations. This means, any responses we share will not be
identifiable by participant.
If you agree, quotations will be used in write-ups/presentations and will not contain information that
allows you to be identified. However, keep in mind that due to the relatively small sample size there might
be some information you share in your responses that is identifying that we are not aware of. You will be
able to review, edit, and approve your quotations before we share them. A list of quotes we would like to
use will be emailed to you by September 30, 2021. You can let us know if you are okay with us using those
quotes or not.
More details about confidentiality
We will keep your data confidential through the following ways:
• We will ask you to tell us a fake name when we start the interview. When you click on the link to
join the interview, you have the option of entering in a fake name or “guest” into your display
name before joining the call. Your transcribed (typed-up) interview responses will be labeled
with your fake name and not your real name.
• Interview recordings will be recorded on a password-protected recording device. After the
recordings are transcribed, they will be deleted from the recording device.
• The transcribed interviews will be stored on a secure Wilfrid Laurier University One Drive folder
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that only the researchers listed at the beginning of this form will have access to. The anonymous
interview data (e.g. your responses to the interview questions) will be stored indefinitely and
may be reanalyzed in the future as part of a separate project.
Personal information (names, organization name, contact information, and signed consent
forms) will be stored in a separate secure Wilfrid Laurier University One Drive folder that only
Kaylagh Vanwyck and Dr. Manuel Riemer can access. This information will be kept for 2 years so
we can follow up with you if needed. After two years or when this study’s report is complete,
this data will be destroyed by the principal investigator (no later than June 30, 2022).
Confidentiality may be broken if someone shares concerns or risk of harm to self or others. By
law, we must report risk of harm to self or others to the police. This helps to keep you and
other people safe.

COMPENSATION
Christian Horizons leadership has agreed that employees who participate in these interviews can
participate during work hours and thus be compensated for their time.

CONTACT
If you have questions at any time about the study or the procedures or you experience adverse effects
as a result of participating in this study you may contact the researcher, Kaylagh Vanwyck at
star7980@mylaurier.ca.
This project has been reviewed and approved by the University Research Ethics Board (REB# 6650),
which receives funding from the Research Support Fund. If you feel you have not been treated according
to the descriptions in this form, or your rights as a participant in research have been violated during the
course of this project, you may contact Jayne Kalmar, PhD, Chair, University Research Ethics Board,
Wilfrid Laurier University, (519) 884-1970, extension 3131 or REBChair@wlu.ca.

CONSENT
1. I have read and understand the above information. I have received a copy of this form. I agree
to participate in this study.
Participant's signature ___________________________________ Date _________________

2. I agree to the recording of this interview.
Participant's signature ___________________________________ Date _________________

3. I agree to the use of quotations from my interview responses. I will have a chance to review
these quotations and decide if I will allow them to be used or not.
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Participant's signature ___________________________________ Date _________________

Investigator's signature __________________________________ Date _________________

It is advised that you print or save this consent form and/or record the researcher contact information in
the case that you have any questions or concerns.
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Appendix L

Interview Protocol for Participants from Other Organizations
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Appendix M

Focus Group Protocol
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Appendix N

Interview Protocol for Leaders and Managers at Christian Horizons
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Appendix O

Conference Abstracts
Our findings and toolkit were shared at three Ontario developmental services sector conferences: the
2021 Community Living Ontario Conference, the 2022 Ontario Association on Developmental Disabilities
Conference, and the 2021 Research Special Interest Group (RSIG) Conference. Below is an example
abstract from the RSIG conference.
WHEN A SEAT AT THE TABLE IS NOT ENOUGH: A PARTICIPATORY ACTION
RESEARCH STUDY ON COLLABORATIVE PARTNERSHIPS IN ONTARIO
DEVELOPMENTAL SERVICES ORGANIZATIONS
Kaylagh Vanwyck1,2 & Dzidra Halar2
Wilfrid Laurier University1, Christian Horizons2
Objectives: Historically, developmental services (DS) evolved largely guided by the knowledge
and direction of non-disabled service providers and government. However, a human rights
approach, as promoted in the UN CRPD, demonstrates the need to shift power toward service
users labeled with developmental disabilities (lw/DD) such that they have greater voice, choice,
and control over the design, implementation, and evaluation of DS. Unfortunately, little research
exists on how service users are participating in Ontario’s DS organizations nor how they would
prefer to have their voice heard at an organizational level. Existing theories and literature reveal
the importance of collaborative partnerships where power is shared with service users through
participatory decision-making, shared leadership, and opportunities to participate with influence.
Addressing this gap, this study explored how service users envisioned collaborating in
partnership with DS organizations and what model of collaborative service planning and
participatory decision-making best met their goals for inclusion.
Methods: Four self-advocates lw/DD collaborated as co-researchers in all phases of a
participatory action research study. The study explored methods of collaborative service
planning and participatory decision-making, and facilitators of participation service users
identified as inclusive and effective in DS organizations. Nine adult service users lw/DD and
twelve leaders/managers of eight Ontario DS organizations participated in virtual semistructured interviews. Thirteen service users participated in two focus groups. Consensus
coding and thematic analysis were applied, and results are currently being written.
Results: Findings suggest a model that may meet service users’ inclusion goals is a strategy of
participation that integrates service user’s expertise at each level and stage of the service
delivery cycle coupled with an approach to involvement that positions them as experts and
partners with the power to effect change. This model consists of the following key elements. At
an outer layer is a supportive organizational culture including leaders who value it, champion
it, and offer multiple means to participate at multiple levels. Service users are viewed as
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partners and collaborators in designing and planning services and their input is actively sought
through consistent means of participation. Within that supportive context, are methods of
participation that are inclusive and influential. This involves formal methods of participation
integrated into organizational planning and decision-making processes. These methods position
service users as experts and full members of the group with equal decision-making authority
and power to influence change on important topics affecting services. Participation is accessible
and involves equipping and education. Methods include a representational body of service
users (e.g., advisory council) with representatives on the organization’s board. At the centre are
committed and supported members who are passionate about making the lives of people
lw/DD better and the services they use stronger. These members are supported and
encouraged to participate.
Discussion: Our findings draw from the experiences and expertise of service users lw/DD to
offer key elements of effective collaborative partnerships between service users and DS
organizations. This presentation will discuss our collaborative approach to research and the key
elements of this model including its consistency with existing literature and unique contributions.

